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LONG-TERM  CARE  IN  HEALTH  CARE 
REFORM— PART  I 


MONDAY,  APRIL  11,  1994 

U.S.  Senate, 
Subcommittee  on  Aging,  of  the  Committee  on  Labor  and 

Human  Resources, 

Washington,  DC. 

The  subcommittee  met,  pursuant  to  notice,  at  10:04  a.m.,  in  room 
SD-430,  Dirksen  Senate  Office  Building,  Senator  Barbara  A.  Mi- 
kulski  (chairman  of  the  subcommittee)  presiding. 

Present:  Senator  Mikulski. 

Opening  Statement  of  Senator  Mikulski 

Senator  Mikulski.  Good  morning,  everybody.  The  subcommittee 
will  come  to  order,  and  we  will  ask  Mr.  Fernando  Torres-Gil  and 
Ms.  Stone  to  come  to  the  table. 

I  wish  to  say  that  Senator  Gregg  wished  very  much  to  participate 
in  this  hearing,  but  because  of  an  unexpected  situation  affecting 
himself  and  his  family,  he  will  not  be  able  to  be  here  today,  but 
we  will  look  forward  to  his  participation  later  on  in  the  week.  And 
I  will  say  to  the  Gregg  staff  as  we  move  forward  that  if  Senator 
Gregg  would  have  a  statement  or  comments,  we  will  put  those  in 
the  record. 

Today  is  the  first  of  a  two-part  hearing  on  the  President's  pro- 
posal for  a  new  home  and  community-based  long-term  care  pro- 
gram. We  are  going  to  begin  this  morning  with  testimony  from  the 
administration  on  the  specifics  of  the  home  and  community-based 
program  and  whom  it  will  serve. 

Following  the  administration,  we  will  hear  from  representatives 
of  the  elderly  and  disabled  community  about  the  compelling  need 
for  long-term  care  services  available  in  other  noninstitutionalized 
settings  in  addition  to  their  own  homes. 

As  the  chair  of  the  Aging  Subcommittee,  I  believe  that  health 
care  reform  must  address  the  pressing  need  to  clearly  establish  and 
support  a  continuum  for  long-term  care.  When  the  President  began 
to  look  at  health  care  reform,  I  know  that  he  was  told  to  stay  away 
from  several  issues.  One  was  long-term  care.  The  naysayers  said  it 
was  too  expensive,  too  unwieldy,  too  complicated,  that  it  would  be 
a  fiscal  black  hole  and  that  if  he  entered  into  it,  he  would  never 
emerge  except  perhaps  in  another  universe  and  in  another  time. 

But  the  President  imderstood  from  the  beginning  that  health 
care  reform  would  not  be  complete  without  including  home  and 
community-based  long-term  care  services. 

(1) 


I  believe  it  makes  absolutely  no  sense  to  provide  financial  protec- 
tion against  acute  illness  but  leave  people  vulnerable  if  they  suffer 
from  a  chronic  or  disabling  condition.  We  hope  to  provide  through 
health  insurance  reform  access  to  universal  coverage.  Presuming 
we  keep  people  well,  or  get  them  well,  then  have  them  return  home 
with  no  services,  is  only  two  parts  of  what  needs  to  be  a  three-part 
strategy. 

I  believe  that  President  Clinton's  legislation  lets  Americans  do 
just  that.  It  is  an  important  first  step  in  meeting  the  country's 
lone-term  care  needs.  But  I  do  have  concerns  about  the  proposal  as 
well.  I  believe  much  of  the  progfrmm  has  yet  to  be  fleshed  out,  and 
I  hope  our  witnesses  can  do  that. 

It  is  not  clear  what  services  a  client  will  receive  or  how  the  qual- 
ity of  services  will  be  assured.  Who  will  screen  and  assess  clients 
before  they  receive  services?  Will  assessment  be  uniform  across 
States?  Who  decides  who  gets  what  service?  What  proportion  of  the 
eligible  population  will  get  served? 

I  am  concerned  that  an  elderlv  person  in  Maryland  who  meets 
eligibility  requirements  will  not  have  access  to  the  same  array  of 
necessary  services  in  Massachusetts  or  in  Oregon  or  in  Florida  or 
in  California  or  in  Utah  or  in  New  Hampshire. 

I  am  also  concerned  about  how  we  will  evaluate  the  effectiveness 
of  the  program,  how  States  will  measure  and  track  the  quality  of 
services  provided,  whether  the  States  will  have  the  capacity  to  im- 
plement the  program  and  how  will  they  control  costs.  I  am  also 
concerned  about  adequate  evaluation  for  appropriate  care.  I  am 
very  much  concerned  that  case  management  is  optional  rather  than 
mandatory,  because  who  oversees  whether  the  necessary  services 
are  being  delivered  and  so  on. 

I  am  also  concerned  about  the  lack  of  uniformity  of  the  definition 
of  "quality,"  and  whether  there  will  be  licensing  standards  for  pro- 
viders particularly  in  the  area  of  personal  care. 

We  cannot  afford  the  old  solutions  anymore,  and  we  need  a  more 
creative  agenda.  We  need  to  allow  people  who  do  not  need  to  be  in- 
stitutionalized and  do  not  want  to  be  institutionalized  to  stay  out 
of  institutions.  Hopefully,  it  will  cost  less,  but  even  if  it  does  not, 
it  should  mean  a  better  life  and  provide  the  people  with  what  they 
want  and  with  what  works. 

I  look  forward  to  an  informative  and  provocative  hearing,  and  I 
would  like  to  welcome  our  witnesses. 

Senator  Mikulski.  Today  we  welcome  a  most  able  team  from  the 
administration.  Dr.  Fernando  Torres-Gil,  a  fellow  social  worker,  a 
professor  of  social  welfare  at  the  University  of  California,  a  nation- 
ally-recognized expert  on  aging  policy,  long-term  care,  disability, 
and  rehabilitation.  He  comes  from  a  distinguished  academic  career 
as  well  as  real  hands-on  care  in  the  community. 

We  also  welcome  Dr.  Robyn  Stone,  the  deputy  assistant  secretary 
for  disability,  aging,  and  long-term  care  policy  in  the  Office  of  the 
Assistant  Secretary  for  Planning  and  Evaluation.  I  wonder,  do  you 
put  all  that  on  a  card?  [Laughter.] 

Prior  to  joining  DHHS,  Dr.  Stone  was  a  senior  research  director 
at  Project  Hope's  Center  for  Health  Affairs.  She  is  a  longstanding 
expert  on  the  topics  that  we  are  going  to  discuss  today. 


We  welcome  you  in  a  spirit  of  collegiality,  we  look  forward  to 
hearing  your  testimony  and  to  work  with  you  to  move  a  legislative 
package  that  is  desirable,  fiscally  affordable,  and  can  be 
operationalized  in  a  way  that  we  will  all  be  proud  of. 

STATEMENTS  OF  FERNANDO  M.  TORRES-GIL,  ASSISTANT  SEC- 
RETARY FOR  AGING,  ADMINISTRATION  ON  AGING,  U.S.  DE- 
PARTMENT OF  HEALTH  AND  HUMAN  SERVICES,  AND  ROBYN 
I.  STONE,  DEPUTY  ASSISTANT  SECRETARY  FOR  DISABILITY, 
AGING,  AND  LONG-TERM  CARE  POLICY,  OFFICE  OF  THE  AS- 
SISTANT SECRETARY  FOR  PLANNING  AND  EVALUATION,  U.S. 
DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES,  ACCOM- 
PANIED  BY  MARY  HARAHAN,  CHIEF  DEPUTY,  AND  BILL  BEN- 
SON, DEPUTY  ASSISTANT  SECRETARY  FOR  OPERATIONS,  AD- 
MINISTRATION ON  AGING 

Mr.  Torres-Gil.  Thank  you,  Senator  Mikulski.  It  is  a  pleasure 
and  an  honor  to  be  with  you.  We  certainly  commend  you  and  your 
committee  for  your  leadership  in  this  very  critical  area  of  long-term 
care. 

Certainly  long-term  care  is  at  a  critical  juncture  in  congressional 
deliberations,  and  your  efforts  and  leadership  are  important  in 
highlighting  this  issue,  and  hopefully,  we  will  see  good  develop- 
ment and  expansion  in  this  very  important  area. 

I  would  like  to  introduce  my  colleagues.  You  have  already  intro- 
duced Robyn.  To  my  fight  is  Bill  Benson,  our  deputy  assistant  sec- 
retary for  operations  in  the  Administration  on  Aging,  and  to 
Robyn's  left  is  Mary  Harahan,  her  chief  deputy  and  long-term  care 
expert. 

I  might  just  add  that  these  individuals  are  here  not  because  I  do 
not  know  all  the  answers — and  I  do  not  know  all  the  answers,  but 
I  can  certainly  attempt  to  do  so — ^but  to  demonstrate  that  the  De- 
partment has  tremendous  talent  as  well  as  colle^ality,  and  to 
make  sure,  of  course,  that  we  can  address  the  many  issues  that  you 
have  raised  with  us  as  well. 

I  would  like  to  say  that  Robyn  and  I  will  divide  our  presen- 
tations. I  will  talk  about  the  Administration  on  Aging  and  our  role 
in  long-term  care,  and  Robyn  will  specifically  address  the  long-term 
care  portion  of  the  President's  Health  Security  Act,  and  then  all  of 
us,  of  course,  will  attempt  to  respond  to  the  specific  questions  that 
you  raised  earlier. 

On  April  14th,  you  will  have  another  one  of  our  colleagues  here, 
Mr.  Bob  Wardwefl,  who  is  in  the  audience,  with  our  Department's 
Medicaid  Program,  and  he  will  also  be  testifying  for  the  adminis- 
tration. 

Thank  you  very  much.  I  might  just  add.  Senator  Mikulski,  that 
I  first  came  before  you  a  year  ago — I  do  not  know  if  you  recall — 
iust  before  I  was  confirmed.  At  that  time,  I  was  unable  to  speak 
because  I  was  not  yet  official;  now,  I  can,  and  I  hope  I  have  some- 
thing useful  to  say  to  you. 

We  will  talk  about  the  President's  health  care  plan  and  the  tre- 
mendous opportunity  it  provides  to  move  forward  on  long-term 
care,  but  let  me  first  address  the  issues  of  the  aging  netwonc  and 
the  Administration  on  Aging  and  the  role  of  our  providers  in  any 
development  of  a  long-term  care  system. 


As  you  well  know,  Senator  Mikulski,  our  aging  network — ^which 
includes  57  State  units  on  aging,  670  Area  Agencies  on  Aging,  over 
27,000  services  providers,  as  well  as  over  200  tribal  organizations — 
is  perhaps,  next  to  the  Social  Security  district  offices,  the  commu- 
nity-based infrastructure  for  older  persons  and  their  families.  And 
it  has  had,  I  tiiink,  a  long  and  illustrious  history  of  being  involved 
in  issues  and  activities  that  are  going  to  be  fundamental  to  the  de- 
velopment of  a  long-term  care  system. 

I  have  travelled  across  the  country  and  gotten  to  know  it  better. 
As  you  may  also  recall,  I  have  been  in  Maryland  quite  a  bit.  I  have 
spoken  before  the  Maryland  Governors'  Conference  on  Aging  as 
well  as  the  Maryland  Association  of  Area  Agencies  on  Aging,  and 
I  continue  to  be  impressed  with  the  tremendous  innovation  and  po- 
sitioning of  this  important  network  in  the  development  of  long-term 
care. 

First  a  few  words  about  the  problem  and  what  is  broken  with 
this  system  or  nonsystem  of  long-term  care.  I  will  not  go  into  spe- 
cific details;  you  will  have  many  fine  witnesses  to  get  into  those  is- 
sues. But  I  tnink  it  is  important  to  note  that  long-term  care  is  not 
just  about  serving  older  Americans  who  are  chronically  ill  or  dis- 
abled. It  is  also  about  persons  with  disabilities  of  all  ages.  It  is 
about  caregivers,  primarily  women,  who  shoulder  the  burden  will- 
ingly, but  at  an  emotional  and  financial  cost,  to  take  care  of  these 
individuals  because  we  do  not  have  a  coordinated,  comprehensive 
system. 

It  is  about  people  with  AIDS  and  Alzheimer's  disease  who  unfor- 
timately  do  not  nave  the  availability  of  long-term  care.  And  it  is 
really  about  all  of  us  who  are  at  risk,  however  healthy,  of  needing 
long-term  care  should  an  accident  or  an  illness  occur. 

We  also  know  that  because  of  this  dilemma,  these  individuals 
who  may  need  it  have  difficult  choices — difficult  choices  of  either 
paying  for  expensive  care  on  their  own  or  impoverishing  them- 
selves to  qualify  for  Medicaid,  or  reljdng  on  loved  ones  who  often- 
times must  give  up  their  jobs  or  face  a  burden  of  caregiving  as  well 
as  raising  a  family  and  taking  care  of  a  job. 

All  of  these  are  difficult  choices  precisely  because  we  do  not  yet 
have  a  coordinated,  comprehensive  system.  That  system  which  does 
exist  is  fragmented  and  complicated  at  best — although  I  would  like 
to  point  out  that  "The  Older  Americans  Act  and  the  many  services 
we  have  provided  over  the  years  have  been  an  important  bridge  for 
this  fragmented  system.  Certainly,  we  look  forward,  should  the 
Congress  decide  to  adopt  the  President's  proposal,  to  really  moving 
forward  once  and  for  all  and  building  on  the  work  of  this  proposed 
long-term  care  system. 

^d  it  will  come  none  too  soon.  The  demographics  speak  to  the 
urgency.  The  doubling  of  the  retiree  population  by  the  next  cen- 
tury, tripling  of  the  over-85  population,  and  growing  numbers  of 
persons  with  disabilities  compel  us  to  move  forcefully  in  this  direc- 
tion, which  is  why  your  leadership  and  this  hearing  are  so  impor- 
tant to  raise  the  public  consciousness. 

Again,  as  I  mentioned,  I  will  leave  to  Dr.  Robjoi  Stone  an  elabo- 
ration of  the  specific  details  of  the  President's  health  care  plan  and 
long-term  care,  but  I  would  like  to  make  a  few  points  relative  to 
that  and  AoA  and  its  aging  network. 


Many  of  the  features  in  the  development  of  the  President's  home 
and  community-based  long-term  care  are  built  on  the  innovations 
and  the  lessons  and  the  best  practices  of  the  aging  network  and  the 
programs  we  have  funded  through  the  Administration  on  Aging 
over  the  last  30  years.  On  Lok,  for  example,  a  highly  successful 
community-based  social  model,  is  now  being  replicated  across  the 
country,  and  those  lessons  have  been  applied  in  the  development 
of  the  President's  proposal. 

The  issue  of  consumer  participation  and  involvement,  which  is  a 
crucial  part  of  the  President's  plan,  is  drawn  from  our  experiences 
with  The  Older  Americans  Act  and  our  services,  where  for  years  it 
had  been  a  tradition  to  require  Council  on  Aging  and  consumer 
participation.  The  plan,  for  example,  requires  that  States  will 
specify  the  role  of  The  Older  Americans  Act  long-term  care  om- 
budsman program,  because  we  have  that  experience  in  this  critical 

area. 

So  there  are  many  parts  of  the  President's  long-term  care  pro- 
posal which  build  on  the  innovation  and  leadership  of  The  Older 
Americans  Act  and  together  with  that  proposal,  should  it  be  adopt- 
ed, and  the  work  we  will  do,  we  will  certainly  complement  each 
other's  strengths. 

I  would  like  to  address,  however,  some  critical  issues,  one  of 
which  is  the  need  to  have  a  good  database  of  information  by  which 
we  know  whom  we  are  serving  and  how  we  are  going  to  serve 
them.  And  certainly  I  think  this  is  a  basic  feature  and  a  foundation 
of  any  move  toward  assessment  and  evaluation. 

I  am  pleased  to  report.  Senator  Mikulski,  that  we  have  just  com- 
pleted the  first  ever  national  survey  of  home  and  community-based 
services  for  the  functionally-impaired  elderly.  This  is  a  national 
survey  which  was  conducted  in  the  summer  of  1993  by  AoA's  re- 
gional offices  across  the  country  which  for  the  first  time  looked  at 
Federal  and  State  expenditures  for  the  elderly  in  home  and  com- 
munity-based services  and  allows  us  for  the  first  time  to  assess  the 
State  of  preparedness  by  that  aging  network  in  responding  to  any 
decisions  development  you  and  the  Congress  may  move  relative  to 
long-term  care. 

We  will  be  providing  you  with  the  specific  details  of  this  survey. 
We  are  in  the  process  of  developing  specific  State  profiles  and  cer- 
tainly will  be  happy  to  provide  one  for  you  for  the  State  of  Mary- 
land, and  we  will  be  bringing  in  other  data  as  we  further  assess 
it  in  greater  detail. 

Allow  me,  if  I  may,  to  give  you  a  few  highlights  of  that  survey 
because  I  think  it  lays  out  the  tremendous  diversity  but  also 
strengths  of  the  aging  network  and  community-based  services  to 
move  on  long-term  care. 

For  example,  41  percent  of  State  imits  on  aging  administer  Med- 
icaid waiver  programs.  Ninety-eight  percent  administer  at  least 
one  State  general  revenue  program  for  home  and  community-based 
services.  TVenty-two  percent  administer  social  services  block  grant 
moneys.  Six  percent  administer  Medicaid  State  plans,  and  even 
nine  State  units  on  aging  reported  that  they  have  State  respon- 
sibility for  waiver  programs  for  younger  disabled  persons. 

In  addition  our  findings  indicate  that  47  States  have  some  type 
of  policymaking  mechanism  in  place  to  focus  on  home  and  commu- 


nity-based  care.  Twenty-two  States  have  a  formal  long-term  care 
coimcil  task  force,  and  16  States  have  adopted  a  single-entry  con- 
cept, which  means  that  they  have  identified  an  agency  witn  pri- 
mary responsibility  for  helping  community  members  access  and 
link  to  community  services. 

What  this  tells  us,  Senator  Mikulski,  is  that  this  network  is  in 
place.  Certainly,  we  need  to  build  up  different  features  so  that 
there  is  uniform  capacity,  but  the  infrastructure  is  there. 

If  I  may,  for  Maryland,  I  can  give  you  a  few  previews  of  our  find- 
ings. Maryland,  for  example,  is  one  of  just  two  States  that  reported 
the  highest  number  of  State-funded  programs — eight  in  all.  They 
included  programs  such  as  senior  care,  social  services  to  adults, 
senior  information  and  assistance.  Maryland  is  one  of  18  States 
that  targets  home  and  commimity-basea  services  to  specific  hous- 
ing options,  and  one  of  16  States  tnat  has  adopted  that  single  entry 
point. 

A  few  more  words  as  I  conclude  about  other  areas  in  the  Admin- 
istration on  Aging  relative  to  long-term  care.  We  realize 

Senator  Mikulski.  Dr.  Torres-Gil,  where  are  you  in  your  testi- 
mony? 

Mr.  Torres-Gil.  I  am  on  page  15.  As  you  can  see,  I  am  summa- 
rizing. I  should  have  mentioned  that  I  will  be  submitting  my  testi- 
mony for  the  record. 

Senator  Mikulski.  Fine. 

Mr.  Torres-Gil.  The  specific  survey  results  for  Maryland  are  on 
page  14  of  my  single-spaced  copy. 

Senator  Mikulski.  And  you  are  now  going  to  tell  me  about  the 
health  care  universities. 

Mr.  Torres-Gil.  Yes,  to  summarize  some  of  the  other  areas  that 
we  are  involved  with. 

As  I  was  about  to  mention.  Senator  Mikulski,  one  of  the  prior- 
ities and  focus  that  I  see  for  the  Administration  on  Aging,  working 
closely  with  the  rest  of  the  Department,  is  to  ensure  that  we  are 
providing  the  technical  assistance  and  the  capacity  building  so  that 
we  can  move  on  whatever  the  Congress  may  decide,  but  also  to 
demonstrate  that  we  in  the  Department,  both  ourselves,  the  Health 
Care  Financing  Administration,  and  the  Public  Health  Service,  are 
committed  to  long-term  care. 

One  of  the  first  thingfs  we  did  in  January  was  to  have  a  major 
health  care  university,  where  over  400  members  of  our  aging  net- 
work came  to  Washington,  at  their  own  expense,  I  might  add,  to 
better  imderstand  the  President's  Health  Security  Act  and  its  im- 
plications for  how  they  deliver  services.  Under  Title  IV,  I  have  re- 
allocated dollars  to  mve  us  a  better  ability  to  assist  that  network. 
For  example,  last  fml,  we  made  grant  awards  amounting  to  $4.3 
million  for  13  demonstration  projects  in  long-term  care,  and  we  are 
also  funding  four  long-term  care  resource  centers,  which  will  en- 
hance the  capacity  of  States  and  local  governments  to  develop  and 
implement  home  and  community-based  care. 

Long-term  care.  Senator  Mikulski,  is  one  of  our  priorities.  When 
I  first  came  before  you  with  Secretary  Shalala,  we  laid  out  four 
critical  areas  that  we  wanted  to  focus  on,  one  of  them  being  long- 
term  care.  It  is  one  of  our  major  agendas.  But  there  are  also  three 
others  that  tie  in. 


We  will  focus  on  older  women  and  the  issues  cf  caregiving,  which 
is  certainly  tied  to  long-term  care;  on  nutrition  and  the  problems 
of  malnutrition — and  we  well  know  that  to  the  extent  that  nutri- 
tion and  good  meals  can  be  provided,  it  enhances  the  independence 
of  older  persons  to  stay  in  their  homes — ^as  well  as  our  blueprint 
for  planning  for  the  future  growth  of  older  persons,  and  certainly 
we  know  iJiat  long-term  care  is  going  to  be  one  of  those  critical 
needs. 

So  Senator  Mikulski,  in  conclusion,  we  not  only  see  this  as  an 
important  area,  but  an  area  that  allows  us  to  integrate  much  of 
what  we  are  doing.  It  allows  us  to  work,  I  think  for  the  first  time, 
in  a  meaningful  collfiJDorative  way  with  the  other  important  agen- 
cies of  the  Department  of  Health  and  Human  Services. 

With  that,  I  would  now  like  to  turn  it  over  to  Dr.  Robyn  Stone. 

[The  joint  prepared  statement  of  Mr.  Torres-Gil  and  Ms.  Robyn 
I.  Stone  follows:] 

Joint  Prepared  Statement  of  Fernando  M.  Torres-Gil  and  Robyn  I.  Stone 

Madam  Chair,  I  am  pleased  to  appear  before  the  Subcommittee  on  Aging  to  testily 
on  proposal  for  health  care  and  long  term  care  reform.  Also  testifying  with  me  today 
from  the  Department  of  Health  and  Human  Services  is  Dr.  Robyn  Stone,  Deputjr 
Assistant  Secretary  for  Disability,  Aging  and  Long  Term  Care  Policy.  It  has  been' 
almost  one  year  since  I  last  app>eared  before  this  Subconrunittee,  although  at  that 
hearing,!  had  to  sit  in  the  auoience!  It  is  an  honor  to  be  here  at  the  table  today 
before  you.  At  that  hearing,  Secretary  Shalala  shared  with  you  the  emerging  role 
of  the  aging  network  as  it  is  evolving  to  the  changes  underway  in  our  social  system. 
Today  I  would  like  to  share  with  you  the  Administration's  view  of  the  aging  network 
as  it  relates  to  health  care  reform  and  long  term  care,  in  particular  home  and  com- 
munity-based services.  Dr.  Stone  will  be  addressing  the  long-term  care  provisions 
in  the  President's  plan.  Additionally,  on  April  14,  Mrs.  Sally  Richardson,  the  Direc- 
tor of  our  Department's  Medicaid  Bureau  will  be  testifying  before  this  Subconmiittee 
on  Medicaid's  role  in  the  provision  of  home  and  community-based  services. 

Fifty -eight  million  Americans  have  had  no  health  coverage  for  some  period  of  time 
during  the  year.  Between  that  and  the  escalating  costs  for  those  who  do  have  cov- 
erage, the  American  health  care  system  is  in  a  crisis.  Without  a  new  system,  health 
care  costs  will  continue  to  skyrocket,  reducing  precious  resources  for  everyone. 
President  Clinton  has  provided  us  with  a  golden  opportunity  to  change  the  current 
system  of  health  care  to  improve  the  lives  of  seniors  and  their  families.  The  Presi- 
dent's Health  Security  Act  provides  us  with  the  framework  for  building  on  the 
strengths  of  the  current  system  and  the  hands-on  experiences  of  the  States  in  ad- 
dressmg  the  problems  that  the  elderly,  persons  with  disability  and  their  families 
face  in  accessmg  adequate  health  care.  In  addition,  the  Health  Security  Act  takes 
important  steps  to  help  individuals  who  need  long  term  care. 

ROLE  OF  AGING  NETWORK 

The  aging  network,  which  includes  57  State  Agencies  on  Aging  (SUAs)  and  670 
Area  Agencies  on  Aging  (AAAs,)  and  their  service  providers,  have  many  years  of  ex- 

{>erience  in  planning,  coordinating,  and  providing  necessary  services  to  older  persons 
iving  in  the  community.  You  may  recall  that  I  addressed  both  the  Maryland  Gov- 
ernor's Conference  on  Aging,  and  the  Maryland  Association  of  Area  Agencies  on 
Aging  last  year.  These  Conferences  provided  excellent  opportunities  for  me  to  under- 
stand and  learn  from  what  those  on  the  front  lines  in  the  State  of  Maryland  have 
been  doing  to  make  a  difference  in  our  aging  society.  This  network  and  those  that 
exist  around  the  Nation  have  been  the  cornerstone  for  State  innovation  in  the  deliv- 
ery of  social  and  community-based  services  that  are  user-friendly  to  seniors  in  ways 
they  know  and  understand.  This  network  has  many  years  of  experience  in  the  deliv- 
ery of  supportive,  community-based  services  which  should  be  the  basis  of  any  long- 
term  care  system.  The  Older  Americans  Act  Title  IV  Discretionary  Funds  further 
augment  network  activities  through  testing  of  innovative  approaches. 

The  aging  network  has  laid  a  solid  foundation  on  which  national  reform  of  our 
existing  long-term  care  system  can  be  buUt.  This  network  is  symbolic  of  nearly  30 
years  of  experience  and  has  proven  itself  to  be  an  indispensable  resource  in  admin- 
istering and  delivering  the  programs  and  services  older  persons  want. 
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You  and  I  have  had  our  own  personal  experiences  which  have  made  us  acutely 
sensitive  to  the  special  problems  mmilies  of  the  frail  elderly  face.  We  mirror  the  con- 
cern of  millions  of  other  American  families  confronted  with  similar  concerns.  We 
know  how  hard  it  is  to  find  aopropriate  care  for  our  older  family  members  whom 
we  love  dearly.  All  across  the  Nation,  there  are  manv  stories  to  tell  about  the  dif- 
ficulties of  finding  flexible  and  responsive  services  for  loved  ones. 

Madam  ChairTl  conmiend  you  lor  your  attention  to  this  critical  concern  and  your 
willingness  to  invest  so  mudi  time  and  energy  in  addressing  the  issues  which  will 
improve  the  lives  of  millions  of  older  persons  and  their  families.  This  Subcommit- 
tee s  commitment  and  energy  devoted  to  the  passage  of  the  1992  Amendments  to 
the  Older  Americans  Act  greatly  assisted  the  farther  development  of  responsive 
sendee  systems.  Today's  hearing  marits  another  important  step  in  the  serious  exam- 
ination of  the  growing  need  for  long-term  care. 

WHAT  IS  THE  PROBLEM? 

With  the  gra3ring  of  this  nation's  population,  millions  of  older  persons  ard  their 
families  are  confronting  more  and  more  difficult  personal  and  financial  decisions 
which  dramatically  impact  on  the  quality  of  their  hves.  Far  too  many  older  persons 
in  this  great  and  prosperous  Nation  are  making  the  difficult  choice  between  buying 
medicine  or  food,  far  too  many  older  persons  are  suffering  from  malnutrition,  either 
because  they  lack  the  resources  to  buy  and  prepare  nutritious  meals  or  because  they 
lack  the  physical  stamina  and  motivation  to  prepare  such  meals.  And  perhaps  most 
important  of  all,  far  too  manv  older  persons  are  facing  the  difficult  choice  of  giving 
up  their  homes  and  independence  because  the  home  and  community-based  services 
in  their  community  are  inadequate  and  not  responsive  to  their  particular  needs,  or 
because  the  supportive  services  needed  are  not  accessible. 

'niese  concerns  are  not  limited  to  the  elderlv  as  we  are  all  at  risk  of  becoming 
disabled  at  any  age.  Many  families  are  currently  struggling  to  meet  their  long-term 
care  needs  with  little  or  no  assistance  from  the  public  or  private  sectors.  People  who 
need  long-term  care  face  the  unpleasant  choices  of:  "making-do"  with  help  from  fam- 
ilies, neighbors  and  friends;  usmg  limited  and  already  dwindling  resources  to  buy 
expensive  care  which  too  often  is  very  hard  to  find;  or  becoming  impoverished  in 
order  to  qualify  for  Medicaid  services.  Eligibility  for  Medicaid  coverage  also  means 
eligibility  for  nursing  home  coverage;  however,  for  most,  entering  a  nursing  home 
may  not  be  the  best  dioice  for  a  wide  variety  of  reasons. 

Generally,  Americans  view  entrance  into  a  nursing  home  as  the  choice  of  last  re- 
sort and  one  that  families  seldom,  if  ever,  make  willingly.  Going  to  the  nursing 
home  is  viewed  as  the  "last-stop"  before  dying,  and  in  most  instances,  it  leads  to 
almost  full  surrender  of  independence.  Adding  to  the  emotional  and  physical  trauma 
of  giving  up  one's  home  is  whether  the  appropriate  nursing  home  has  a  vacancy  and 
wiU  accept  you.  This  fact  coupled  with  the  wide  variation  in  the  type  and  quality 
of  care  onered  by  various  facibties  make  selection  of  a  suitable  facility  very  dilficult. 

I  want  to  impress  upon  you  the  urgent  need  for  changes  now  in  how  we  care  for 
the  frail  elderly  and  disabled.  We  are  on  the  edge  of  a  national  crisis.  Critical  and 
courageous  decisions  must  be  made  now  to  help  our  growing  number  of  older  citi- 
zens have  the  options  they  need  and  want.  This  fragmented  and  complicated  system 
must  become  a  true  continuum  of  care  which  oners  consumer  involvement  and 
choices  in  planning  that  care.  Since  the  inception  of  the  Older  Americans  Act  pro- 
grams nearly  30  years  ago.  State  and  Area  Agencies  on  Aging  and  the  many  thou- 
sands of  local  service  providers  have  done  a  heroic  job  of  providing  supportive  serv- 
ices to  older  persons  living  in  the  community.  For  many  older  persons,  tneir  depend- 
ence on  the  services  from  this  Act,  such  as  transportation  chore  service,  home-deliv- 
ered meals  and  other  such  services,  have  been  the  vital  link  in  continuing  to  live 
at  home  in  their  later  years. 

At  this  point,  the  picture  is  changing;  that  is,  many  of  the  individuals  who  started 
out  in  the  program  are  ten  to  twenty  years  older,  have  more  serious  service  needs. 
Added  to  this  picture  is  the  anticipatea  doubling  of  the  aging  population  by  the  year 
2030  with  the  fastest  growing  segment  of  this  population  over  age  85,  precisely  the 
group  that  has  increased  service  needs.  State  and  Area  Agencies  are  challenged  to 
generate  new  resources  for  increasing  services,  but  encounter  limited  budgets  and 
finite  staff  resources.  They  have  been  forced  to  develop  a  patchwork  of  financing  and 
delivery  mechanisms  which  often  lead  to  discouraged  and  frustrated  consumers. 
Separate  funding  streams  directed  to  different  aumences  have  increased  the  bu- 
reaucracy but  left  fragmented  and  underfinanced  community  based  service  systems 
behind.  This  is  coupled  with  the  reality  of  a  Federal  payment  system  which  favors 
institutional  care  (nursing  homes);  provides  the  choice  of  last  resort  for  the 
consumer;  and  is  the  most  expensive  method  of  delivering  long  term  -care  services. 


The  cx>ntinuing  bias  toward  nursing  homes  drains  the  public  coffers  of  the  very  re- 
sources that  could  be  used  to  pay  Tor  less  expensive  and  more  desirable  home  and 
community  based  care. 

The  medical  or  institutional  model  of  long  term  care  is  creating  a  hemorrhage  of 
Federal  and  State  public  revenues  to  which  there  is  no  end  in  sight.  The  increasing 
costs  of  care  is  a  mtyor  concern  to  our  taxpayers. 

THE  ADMINISTRATION'S  RESPONSE — HEALTH  CARE  REFORM 

This  a  unique  time  in  this  Nation's  history.  The  President  of  the  United  States 
has  courageously  given  us  an  opportunity  to  change  a  faltering  system  and  the 
American  public  is  nearly  unanimous  in  its  desire  to  "fix"  the  health  care  system. 
The  Health  Security  Act  represents  the  Administration's  recognition  of  the  trend  to- 
ward home  and  community-based  care  and  takes  bold  strides  to  weave  the  threads 
of  patchwork  into  a  comprehensive  tapestry  of  long-term  care  services  that  makes 
sense.  The  plan  respects  the  dignity  of  people  who  need  support — it  is  not  means- 
tested  and  does  not  discriminate  by  age.  It  honors  the  choices  of  individuals  and 
their  families.  It  offers  public  services  and  incentives  to  use  Private  insurance. 

TTie  Administration's  health  care  plan  includes  a  package  of  long-term  care  re- 
forms that  recognize  and  embrace  the  diversity  of  needs  and  desires  of  people  with 
disabilities.  The  focal  point  of  this  reform  is  a  major  new  expansion  in  home  and 
community-based  care  services;  in  addition,  the  plan  Uberalizes  Medicaid  nursing 
home  requirements,  allows  Medicaid  home  care  to  continue  both  as  a  safety  net  for 
low-income  and  severely  disabled  people  and  as  the  program  for  those  who  are  less 
disabled  but  who  qualify  for  Medicaid;  provides  tax  credits  to  help  defray  the  costs 
of  personal  assistance  services  for  working  people  with  disabilities;  and  establishes 
regulation,  consumer  education  and  tax  incentives  for  private  long  term  care  insur- 
ance. 

The  health  care  reform  plan  in  many  ways  reaflirms  the  direction  and  foresight 
represented  by  passage  of  the  Older  Americans  Act  almost  30  years  ago  and  further 
recognizes  the  aging  network's  crucial  role  in  serving  older  persons  in  need.  The 
Older  Americans  Act  declares  that  the  older  people  of  our  Nation  are  entitled  to, 
among  other  things,  a  comprehensive  array  of  community-based  long-term  care  serv- 
ices adequate  to  sustain  them  in  their  communities  and  homes.  States  are  continu- 
ing to  make  great  strides  in  the  development  of  home  and  community -based  care 
systems  and  tne  aging  networic  has  often  been  at  the  forefront  of  these  efforts.  At 
the  national  level,  1,  as  the  Assistant  Secretary  for  Aging,  am  responsible  for  advo- 
cacyr  in  behalf  of  older  Americans  and  for  oversight  oT  the  Title  III  program  of  the 
Older  Americans  Act,  which  includes  critical  supportive  and  nutritional  services.  I 
intend  to  pursue  every  opportunity  to  support  the  leadership  role  of  State  and  area 
agencies  on  aging  in  home  and  community-based  care. 

what's  broken? 

From  the  outset  of  the  health  care  reform  deliberations,  long-term  care — providing 
people  with  the  support  they  need  to  make  it  through  the  day — has  been  an  irnpor- 
tant  focus  of  discussion  for  the  President  and  Mrs.  Clinton,  for  the  Health  Care 
Task  Force,  and  for  the  Department  of  Health  and  Human  Services.  And  the  long 
hours  of  discussion  have  been  fruitful.  The  long-term  care  section  of  the  Health  Se- 
curity Act  includes  a  series  of  new  initiatives  to  significantly  expand  and  improve 
public  and  private  coverage  of  long-term  supports. 

what  kept  the  long-term  care  problem  on  the  table?  First,  the  concern  that  there 
are  millions  of  people  of  all  ages  with  chronic  disabilities  who  lack  the  support  serv- 
ices they  need  to  lead  independent  lives  at  home  or  in  the  least  restrictive  setting. 
With  the  graving  of  America,  the  problem  becomes  even  more  compelling. 

Millions  oi  families  face  the  daily  challenge  of  providing  long-term  care  to  their 
relatives,  with  virtually  no  help.  Three  fourths,  of  all  long-term  care  delivered  to  the 
elderly  in  this  country  is  provided  by  informal  caregivers — sjpouses,children,  parents, 
grandparents.  Informal  caregivers  also  provide  the  bulk  oi  support  to  people  with 
disabilities  under  age  65.  Most  of  these  caregivers  are  there  liecause  they  want  to 
care  for  their  loved  ones;  they  aren't  looking  to  hire  a  replacement,  but  they  need 
some  reinforcement,  some  support  and  often  some  much  needed  respite. 

Yet  another  concern  is  that  for  most  people,  the  only  way  to  obtain  public  help 
with  long-term  care  is  to  first  spend  everything  they  have — to  make  themselves 
poor,  in  order  to  qualify  for  the  Medicaid  program.  Traditionally,  Medicaid  has  been 
the  only  game  in  town  for  financing  public  long-term  care  services.  Perhaps  the 
greatest  irony  is  that  while  most  people  express  a  preference  for  home  and  conunu- 
nity-based  care,  most  Medicaid  doUars  are  directed  toward  institutional  care. 
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Those  who  have  the  resources  and  would  like  to  insure  against  the  catastrophic 
costs  of  long-term  care  face  a  confusing  private  market  with  policies  that  vary  in 
quality  and  afibrdability.  Consumers  dio  not  have  the  confidence  that  the  benefits 
will  be  there  when  they  need  them. 

Finally,  people  with  disabilities,  themselves,  helped  sustain  the  long-term  care 
discussion.  These  are  people  who,  despite  their  disabilities,  want  to  live  "regular 
lives"  in  communities  across  America.  They  are  people  who  want  to  work,  but  face 
enormous  disincentives  to  do  so.  For  these  people,  their  families,  friends,  and  service 
providers,  the  Health  Security  Act  offers  hope  and  solutions. 

MAJOR  EXPANSION  OF  HOME  AND  COMMUNITY  CARE 

The  centerpiece  of  the  long-term  care  plan  is  a  flexible  new  program  of  home  tmd 
community-based  services,  individualized  services  tailored  to  the  unique  needs  of 
people  with  severe  disabilities.  Generally,  eligibility  is  based  on  a  person's  func- 
tional or  cognitive  impairment,  with  no  limits  by  income  or  age  or  type  of  disability. 
Because  people  of  all  ages  are  equally  eligible,  this  program  goes  a  long  way  toward 
eliminating  much  of  the  historical  intergenerational  portioning  of  the  long-term  care 
pie. 

Who  will  be  eligible?  The  goal  was  to  define — across  disability  categoiy  and  age 
lines — people  with  the  most  significant  needs.  The  four  mandatory  eligibility  cat- 
egories include: 

— people  who  need  hands-on  or  stand-by  assistance,  cuing,  or  supervision  to  per- 
form three  of  five  activities  of  daily  living  (eating,  bathing,  dressing,  toileting,  and 
transferring); 

— people  with  severe  cognitive  or  mental  impairments  such  as  Alzheimer's  dis- 
ease; 

— people  with  severe  mental  retardation;  or 

— children  under  six  who  have  chronic  disabilities  and  would  otherwise  require 
hospitalization  or  institutionalization  (for  diildren  age  six  and  older,  eligibility  is 
using  the  other  three  criteria). 

Based  on  these  criteria,  it  is  estimated  that  this  program  will  serve  approximately 
3.1  million  people;  an  estimated  2.2  million,  approximately  71  percent,  will  be  over 
age  65.  By  targeting  substantial  funding  toward  those  with  the  most  severe  disabil- 
ities, this  program  should  free  up  State  resources  to  serve  people  with  lesser  levels 
of  impairment  under  Medicaid  and  State-funded  programs. 

The  new  long-term  care  program  proposed  under  the  Health  Security  Act  is  a 
Federal/State  partnership,  Uke  Medicaid,  but  with  a  substantially  higher  Federal 
match  rate.  The  Federal  share  of  funding  is,  on  the  average,  28  percentage  points 
higher  than  current  Medicaid  matdi  rates,  with  the  upper  limit  set  at  95  percent. 
In  other  words,  the  Federal  Government  will  pay  some  States  up  to  95  cents  on  the 
dollar  to  support  State  efforts  to  help  people  with  severe  disabilities  live  dignified, 
independent  lives  in  the  community.  We  believe  States  wUl  have  significant  incen- 
tives to  participate  in  this  program,  which  combines  enriched  funmng,  flexibility, 
and  a  basic  Federal  framework  defining  eligibility,  basic  services,  and  consumer-ori- 
ented quality  assurance. 

This  new  Federal  funding  is  expected  to  go  a  long  way  toward  achieving  much 
needed  interstate  equity  in  the  availability  and  quality  of  home  and  community- 
based  care.  This  nrogram  is  structured  to  embrace  and  support  many  of  the  innova- 
tive approaches  States  have  already  developed  in  their  home  and  community-based 
care  programs.  Many  of  these  innovative  approaches  resulted  from  the  work  of  the 
aging  network  in  response  to  the  Older  Americans  Act  (OAA)  mandate  to  develop 
comprehensive  and  coordinated  home  and  community-based  service  delivery  net- 
works, coupled  with  the  innovations  made  by  the  disability  network. 

States  and  Area  Agencies  on  Aging  have  consistently  worked  to  develop  programs 
which  are  responsive  to  the  needs  of  individual  citizens.  In  three  quarters  of  the 
States,  community  care  programs  that  build  upon  the  principles  of  the  OAA  have 
been  established  with  financing  from  State  revenues.  The  funding  levels  of  these 
programs  vary  significantly,  with  Florida,  Dlinois,  Massachusetts,  and  Wisconsin 
having  the  lareest  programs.  Pennsylvania  is  widely  recognized  as  a  leader  in  the 
care  of  the  elaerly  through  its  use  of  State  lottery  funds.  In  addition,  Medicaid 
Home  ajid  Community-Based  Services  waivers,  jointly  financed  with  Federal  and 
State  fijnds,  serve  the  elderly  in  47  States.  State  Agencies  on  Aging  are  responsible 
for  the  day-to-day  management  of  these  programs  in  about  one  half  of  the  States, 
in  such  diverse  jurisdictions  as  Alabama,  California,  Indiana,  Missouri,  and  South 
Dakota.  In  Oregon,  the  Aging  Services  Division  is  responsible  for  administering  both 
the  Medicaid  State  plan  ana  Medicaid  waiver  programs.  This  is  an  opportunity  to 
enhance  their  efforts.  For  States  that  have  not  come  as  far,  one  of  my  goals  is  to 
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help  build  and  strengthen  the  infrastructure  for  responding  creatively  to  citizens' 
home  care  needs  from  the  ground  up. 

The  new  home  and  community  program  in  the  Health  Security  Act  is  a  free-stand- 
ing program,  not  subject  to  Medicaid  requirements,  so  States  have  the  flexibilitv  to 
design  the  tailor-made  service  packages  that  really  meet  consumers'  needs.  Each 
State  must  guarantee  that  every  person  who  receives  services  has  been  carefully  as- 
sessed and  has  an  individualized  plan  of  care.  This  requirement  is  consistent  with 
the  current  practice  in  many  States.including  Georgia,  North  Dakota,  Oregon,  and 
Washington.  In  addition,  under  this  new  package,  States  must  offer  personal  assist- 
ance services  (including  assistance  with  activities  of  daily  living)  under  the  Health 
Security  Act,  although  not  every  recipient  may  use  these  particular  services.  How- 
ever, the  availability  of  personal  assistance  and  all  other  services  is  subject  to  the 
amount  of  Federal  resources  under  the  national  budget  amount. 

Tlie  only  requirement  beyond  those  basic  services  is  that  States  include  in  their 
service  menu  a  range  of  benefits  that  address  the  needs  of  each  category  of  eligible 
individuals.  States  are  encouraged  to  include  whatever  services  can  best  accomplish 
this — case  management,  homemaker  and  chore  services,  home  modifications,  respite 
services,  assistive  technology,  adult  day  services,  habilitation,  supported  employ- 
ment, home  health — whatever  people  with  severe  disabilities  need  to  lead  successful 
lives  at  home,  or  in  other  community-based  residential  settings.  In  the  past  decade, 
many  states  have  moved  toward  establishing  programs  that  finance  a  comprehen- 
sive range  of  services.  Arkansas,  Connecticut,  Maine,  and  Ohio  are  but  a  few  of  the 
states  that  have  developed  multiple  services  that  can  be  combined  with  one  another 
in  ways  that  respond  to  the  special  needs  of  individual  consumers.  Under  health 
care  reform,  the  program  also  allows  States  to  offer  consumers  cash  or  vouchers  in- 
stead of  services,  a  real  boon  to  those  who  want  to  take  on  the  responsibility  of  con- 
trolling their  own  services;  in  the  words  of  many  disability  advocates:  "we  are  not 
cases  and  wc  don't  want  anyone  to  manage  us." 

ALLOCATION  OF  FUNDS 

The  health  care  reform  legislation  establishes  a  national  budget  for  the  new  home 
and  community-based  services  program.  There  is  no  individual  entitlement  to  serv- 
ices; rather,  the  program  is  a  capped  entitlement  to  States  that  will  be  allocated  ac- 
cording to  a  formula.  Our  estimates  of  what  it  will  cost  to  serve  this  population  are 
sound  and  sufficient,  because  the  national  budget  or  "cap"  was  estimated  based  on 
the  cost  of  providing  services  to  those  with  severe  disabilities.  There  is  also  a  sliding 
fee  scale  for  consumers  to  pay  a  portion  of  the  cost  of  services  under  this  program, 
ranging  from  10  percent  of  costs  for  those  above  150  percent  of  the  poverty  level 
to  25  percent  of  costs  for  those  above  250  percent  of  poverty. 

The  fiinding  for  this  program  will  be  pnased  in,  incrementally,  over  seven  years, 
starting  in  1996.  States  are  explicitly  prohibited  from  phasing  in  the  funding  or  allo- 
cating resources  by  income;  that  is,  individuals  must  oe  served  from  day  one  with- 
out regard  to  income. 

Over  the  first  five  years  (1996-2000),  the  federal  government  plans  to  spend  56 
billion  new  dollars  for  this  pro-am.  The  exact  funding  levels  for  new  Federal  dol- 
lars are  specified  in  the  legislation;  funding  for  the  program  is  not  discretionary,  but 
instead  is  an  entitlement  to  states.  Yes,  tne  funding  is  capped;  but  it  is  capped  at 
a  level  that  represents  over  four  times  more  than  we  are  spending  today  in  tne  un- 
capped Medicaid  program  for  home  and  community  based  care.  In  addition.  States 
may  continue  to  provide  home  and  community  based  services  through  Medicaid  as 
they  do  today. 

Responsiveness  to  consumers,  a  hallmaric  of  this  program,  is  ensured  by  the  re- 
quirement that  an  advisory  board,  consisting  primarily  of  consumers  and  their  rep- 
resentatives, be  involved  in  all  asp>ects  of  tms  program.  The  quality  of  services  will 
be  assessed  through  heavy  reliance  on  consumer  monitoring  and  consumer  satisfac- 
tion surveys  as  well  as  careful  reviews  of  health  and  safety  issues.  The  plan  also 
includes  a  performance  review — an  interim  and  final  report  card  so  we  can  check 
up  on  how  the  new  system  is  working,  and  identify  areas  lor  improvement. 

It  is  important  to  note  that  the  aging  network  has  long  experience  in  the 
consumer  involvement  arena.  As  you  know,  consumer  participation  on  aging  net- 
work advisory  committees  is  a  long  tradition  under  Older  Americans  Act  programs. 
In  1988,  the  Administration  on  Aging  made  Title  IV  grant  awards  to  12  State  Agen- 
cies on  Aging  improving  the  quanty  of  community  care  programs  .Several  grantees, 
including  those  in  Colorado,  New  York,  Oregon,  and  Wisconsin  developed  new  meth- 
ods for  measuring  consumer  judgments  about  service  quality.  With  regard  to  qual- 
ity, the  plan  would  also  have  the  States  specify  the  roles  of  the  Older  Americans 
Act  long-term  care  ombudsman  program,  and  the  protection  and  advocacy  agencies 


12 

for  the  disabled,  in  assuring  quality  and  protecting  the  rights  of  individuals  with 
disabilities.  The  OAA  requires  the  ombudsman  program— which  exists  in  every 

state ^to  investigate  complaints  and  protect  the  rights  of  residents  of  nursing  homes 

and  other  long-term  care  facilities.  Nine  states,  including  Alaska,  Idaho,  Minnesota, 
Virginia,  and  Wyoming,  now  require  the  ombudsman  program  to  help  clients  of 
home  and  communitjr-based  care  and  other  health  care  services.  The  ombudsman 
role  has  proven  to  be  very  effective  in  nursing  homes  and  we  believe  it  is  a  model 
that  with  adequate  support  would  play  a  vital  role  in  protecting  the  rights  and  well- 
being  of  disabled  persons  receiving  home  and  community  based  services. 

MEDICAID  NURSING  HOME  LIBERALIZATION 

In  addition  to  this  major  expansion  in  home  and  community-based  care  outside 
of  the  welfare  framework,  the  health  care  reform  plan  liberalizes  Medicaid  institu- 
tional requirements.  All  States  will  be  required  to  establish  medically  needy  eligi- 
bility criteria — to  take  medical  expenditures  into  account  in  determining  fmancial 
eligibility  for  institutional  care.  Also,  the  amount  of  income  that  nursing  home  and 
other  institutionalized  residents  may  keep  for  their  personal  needs  will  be  raised, 
making  a  red  difference  in  the  dignity  and  quality  of  life  of  many  residents.  Finally, 
States  will  be  allowed  the  option  of  increasing  the  level  of  assets  that  single  resi- 
dents may  retain  from  $2,000  up  to  $12,000.  Research  indicates  that  this  will  help 
a  large  group  of  people  hold  onto  a  precious  nest  egg. 

NEW  YORK  INCENTIVE  TAX  CREDIT 

For  a  disabled  person  who  wants  to  be  gainfiilly  employed,  the  costs  required  to 
achieve  this  goal,  including  the  purdiase  of  personal  assistance  services,  home  and 
vehicle  modifications,  and  specialized  equipment,  may  outweigh  the  benefits.  For 
many  of  the  disabled  it  costs  more  to  work  than  to  stay  home.This  plan  attempts 
to  address  this  terrible  waste  of  talent  by  including  a  50  percent  tax  credit  for  out 
of  pocket  expenditures  on  personal  assistance  and  related  services,  up  to  a  maxi- 
mum credit  of  $7,500  per  year.  People  with  disabilities  welcome  this  new  incentive 
to  work.  This  provision  is  also  consistent  with  the  employment  provisions  of  the 
Americans  with  Disabilities  Act. 

I  would  like  to  mention  that  the  new  work  incentive  tax  credit  is  means  tested. 
The  amount  of  the  credit  would  be  reduced  for  taxpayers  with  modified  adjusted 
gross  income  of  $50,000  or  more.  Taxpayers  with  modified  adjusted  gross  income 
above  $70,000  would  not  he  entitled  to  the  credit. 

IMPROVING  PRIVATE  LONG  TERM  CARE  INSURANCE,  REGULATION,  CONSUMER 
EDUCATION,  AND  TAX  INCENTIVES 

As  we  continue  our  effort  to  solve  the  long-term  care  puzzle,  the  final  piece  of  the 
Health  Security  Act  is  a  three-pronged  approach  to  improving  and  strengthening  the 
private  long-term  care  insurance  market.  First,  the  plan  establishes  Federal  stand- 
ardJs  for  private  long-term  care  insurance,  to  be  developed  by  the  Department  of 
Health  and  Human  Services,  in  consultation  with  a  Long-term  Care  Insurance  Advi- 
sory Board.  The  board  will  include  national  experts,  including  representatives  of  the 
National  Association  of  Insurance  Commissioners,  which  has  developed  model 
standards  for  long-term  care  insurance.  States  will  implement  and  enforce  these 
new  national  standards.Furthermore,  to  ensure  that  the  Federal  standards  are  more 
than  just  "paper"  regulations,  we  will  provide  funds  to  State  law  enforcement  agen- 
cies for  enforcement  assistance.  We  recognize,  however,  that  regulating  the  market 
will  not  automatically  help  consumers  understand  or  trust  the  products.  So  the  plan 
wiU  also  provide  grants  to  the  states  for  consumer  education. 

Another  example  of  State  Unit  on  Aging's  involvement  in  consumer  education  is 
the  Medigap  Peer  Counseling  Program.  More  than  half  of  the  programs  are  adnunis- 
tered  by  the  State  Unit  on  Aging.  The  Maryland  Peer  Counseling  program  is  noted 
for  its  excellence  and  has  served  as  a  model  for  many  other  States. 

In  order  to  encourage  the  development  of  qualitv  products  that  will  meet  the  long- 
term  care  needs  of  the  consumer  when  catastrophe  strikes — not  just  at  the  time  of 
purchase — ^Federal  stemdards  will  include  such  requirements  as  nonforfeiture  of  ben- 
efits in  the  event  of  a  policy  lapse;  inflation  protection;  limits  on  pre-existing  condi- 
tion exclusions;  notification  of  the  insured  or  the  designated  representative  of  pend- 
ing policy  lapse;  and  clearly  defined  services,  benefit  eligibility  triggers,  and  notifica- 
tion of  expected  premium  increases.  To  enhance  consumer  protection,  standards  of 
business  practices  include,  but  are  not  limited  to  a  requirement  that  insurers  estab- 
lish appeals  processes;  independent  evaluations  for  benefit  eligibility;  training  and 
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certification  of  agents  and  limits  on  their  commissions;  and  prohibitions  against  im- 
proper sales  practices. 

Tne  plan  also  includes  a  set  of  tax  provisions  that  will  encourage  more  people  to 
purchase  private  policies.  In  general,  these  provisions  treat  long  term  care  insurance 
more  like  nealth  msurance.  Consumers  will  be  allowed  to  deduct,  as  itemized  medi- 
cal expenses,  the  amounts  they  pay  for  qualified  long-term  care  services  or  insur- 
ance, and  exclude  from  taxable  income  the  benefits  (up  to  $150  a  day)  they  receive 
from  qualified  long-term  care  policies.  The  cost  of  quahfied  policies  may  be  included 
as  an  itemized  medical  expense  deduction.  To  help  catalyze  the  development  of  a 
CToup  market — which  is  most  likely  to  assure  a  successful  market  in  the  Aiture — 
the  plan  also  includes  tax  incentives  for  employers  to  begin  providing  long  term  ccure 
insurance. 

WHAT  ARE  SOME  OF  THE  NEW  ACTIVITIES  UNDERWAY  AT  AOA? 

Survey  of  Home  and  Community  Based  Services  for  the  Functionally  Impaired  El- 
derljr. 

To  help  us  define  what  programs  and  services  are  already  in  existence,  during  the 
Summer  of  1993,  the  AoA's  ten  Regional  Offices  conducted  site  visits  to  each  State 
Agency  on  Aging  to  determine  the  current  infrastructure  for  home  and  community 
based  services.  Currently,  AoA  is  analyzing  the  results  and  is  developing  a  profile 
of  each  State's  program  with  a  focus  on  the  five  distinct,  major  sources  of  funding 
for  home  and  community  based  care.  The  funding  sources  include  the  Medicaid 
State  plan;  the  Medicaid  waiver  program;  the  Older  Americans  Act;  Social  Services 
Block  Grant  funds;  and  State  sources  of  funding.  This  Fiscal  Year  is  1992  data  and 
is  limited  to  home  and  community-based  care  lor  the  functionally-impaired  elderly. 

For  the  first  time,  AoA  is  in  a  position  to  provide  comprehensive  answers  to  ques- 
tions about  what  home  and  community-based  services  are  being  funded,  how  are  ac- 
cess/care coordination  being  implemented,  what  financing  mechanism  are  employed 
and  to  what  extent  are  managed-care  concepts  employed.  This  data  will  be  inte- 
grated with  other  data  sets,  such  as  Census  data,  to  enhance  the  descriptive  infor- 
mation on  the  capacity  of  States  to  provide  home  and  community-based  services.  Ini- 
tially, the  data  only  contains  information  about  services  for  the  elderly. 

The  State  infrastructure  profile  will  be  coordinated  with  our  plans  to  establish  the 
National  Aging  Program  Information  System  (NAPIS)  called  for  in  the  1992  OAA 
Amendments.  It  is  our  goal  that  these  information  collection  activities  will  be  mutu- 
ally supportive  and  complementary.  NAPIS  will  provide  us  with  critical  information 
needed  for  policy  making  and  analyses. 

Some  of  the  early  survey  findings  indicate  that  47  States  have  some  type  of  pol- 
icy-making mechanism  in  place  to  focus  on  home  and  community-based  care.  Twen- 
ty-two States  have  a  formal  Lon^  Term  Care  council/task  force. 

A  key  policy  issue  identified  m  29  States  is  how  to  provide  adequate  access  and 
care  coordination.  Some  sixteen  States  have  adopted  a  single  entry  point  concept, 
which  means  they  have  identified  a  local  agency  with  primary  responsibility  for 
helping  community  members  access  and  link  to  community  services.  Functions  asso- 
ciated with  the  single  entry  point  mechanism  include  such  items  as  screening,  func- 
tional assessment,  functional  eligibility,  determination  of  financial  eligibility,  devel- 
opment of  a  care  plan,  service  authorization,  and  follow-up  services. 

GERIATRIC  ASSESSMENT 

I  know  that  geriatric  assessment  has  been  a  long  standing  concern  of  yours.  Thou- 
sands of  others  also  share  that  concern.  It  is  often  very  dimcult  to  determine  what 
kind  of  care  and  assistance  the  elderly  need.  For  some,  the  most  valuable  service 
is  information  and  referral.  AoA's  Eldercare  Locator  "1-800-677-1116"  number  helps 
3,000  callers  a  month  nationwide  to  access  community  resources.  Others  need  a  de- 
termination of  financial  eligibility  to  access  entitlement  programs,  while  still  others 
need  a  functional  assessment.  Sometimes  a  iunctional  assessment  can  be  simple  and 
straight  forward,  especially,  if  the  person  seeking  services  has  a  rather  stable, 
chronic  condition  such  as  arthritis.  In  other  instances,  a  more  sophisticated,  perhaps 
even  a  multi-disciplinary  medical  team  evaluation  is  needed.  This  is  especially  true 
in  conditions  related  to  dementia  or  rapidly  escalating  physical  deterioration.  Since 
the  elderly  population  is  as  diverse  as  the  remainder  of  the  population,  a  flexible 
access  system  which  offers  maximum  consumer  choice  and  involvement  is  a  must. 

THE  MARYLAND  SURVEY  RESULTS 

Our  analysis  of  the  State  Survey  results  is  revealing  some  interesting  new  data 
about  diversity  in  the  State  infra-structures  for  home  and  community  based  care  in 
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eadi  State.  For  instance,  States  are  providing  significant  iinancial  support  for  in- 
home  care  through  their  general  revenue  programs.  The  State  of  Maryland  is  one 
of  the  leaders  in  this  regani.  For  example,  Maryland  was  one  of  just  two  States  that 
reported  the  highest  number  of  State  funded  programs,  eight  in  all.  This  included 
programs  such  as  Senior  Care,  Social  Services  to  Adults,  Senior  Information  and  As- 
sistance. Maryland  is  one  of  18  States  that  ta^ets  home  and  community-based  serv- 
ices to  specific  housing  options  and  one  of  16  States  that  has  adopted  a  single  entry 
point,  a  critical  component  of  any  user  friendly  long-term  care  system. 

The  survey  results  are  making  it  abundantly  clear  that  State  Unit  on  Aging  re- 
sponsibilities go  far  beyond  the  administration  of  the  Older  Americans  Act.  Forty- 
one  percent  administer  Medicaid  waiver  programs,  98  percent  administer  at  least 
one  State  general  revenue  program  for  home  and  community-based  care.  Twenty- 
two  percent  administer  Social  Services  Block  Grant  monies,  and  six  percent  admin- 
ister Medicaid  State  plans.  Nine  State  Units  reported  that  they  have  responsibility 
for  waiver  programs  for  the  disabled. 

HEALTH  CARE  UNIVERSITY 

In  anticipation  of  major  new  legislation  for  health  care  reform  which  includes  sig- 
nificant expansion  of  home  and  community-based  services  for  individuals  with  se- 
vere disabilities,  in  January,  I  convened  the  Administration  on  Aging's  "Health  Care 
University."  This  was  the  first  national  meeting  for  professionals  in  the  field  of 
aging  on  health  care  reform.  This  two-day  meeting,  which  took  place  during  Janu- 
ary's "deep  freeze,"  brought  over  400  members  of  our  aging  network  to  Washington 
(at  their  own  expense)  to  discuss  health  care  reform  and  long  term  care  needs.  The 
message  that  was  abundantly  clear  throughout  these  two  days,  was  the  desperate 
need  for  accurate  and  comprehensive  Information,  and  the  deep  concern  which  older 
persons  and  their  families  have  about  how  we,  as  a  Nation,  are  going  to  respond 
to  the  care  needs  of  the  elderly.  The  aging  network,  which  is  on  the  front  line  with 
older  persons  every  day,  is  constantly  balancing  available  resources  with  growing 
needs.  State  and  Area  Agencies  on  Aging  look  to  health  care  reform  as  a  major  new 
and  positive  step  toward  more  flexible  approaches  in  meeting  the  unique  and  indi- 
vidual needs  of  a  growing  elderly  population. 

TITLE  IV  DEVELOPMENTS  IN  LONG  TERM  CARE 

The  1992  provisions  to  the  Older  Americans  Act  made  it  possible  for  the  Adminis- 
tration on  Aging  to  fund  long-term  care  demonstrations  for — further  strengthening 
of  the  foundation  for  State  and  local  home  and  community-based  care  systems.  Last 
Fall,  AoA  made  grant  awards  amounting  to  $4.3  million  for  13  demonstration 
projects  in  long  term  care  and  four  Lx)ng  Term  Care  Resource  Centers.  The  13  dem- 
onstration projects  will  enhance  the  capacity  of  States  and  communities  to  develop 
and  implement  home  and  community  based  care  systems.  The  four  Resource  Cen- 
ters, each  one  with  a  different  focus,  including  State  infra-structure  systems,  ethnic 
diversity,  ethical  issues,  and  rural  concerns,  are  national  focal  points  for  training 
and  technical  assistance,  information  dissemination  and  research  and  development 
activities.  The  findings  of  these  projects  and  the  aging  network's  long  experience  in 
the  development  of  coordinated  systems  of  services,  places  "network  agencies  in  a 
strong  position  for  leadership  for  a  new  long  term  care  program. 

Late  last  month,  under  our  cooperative  agreement  with  the  MaxweU  School  of 
Syracuse  University,  AoA's  National  Academy  on  Aging  convened  an  advisory  panel 
of  nationally  recognized  experts  to  debate  the  future  directions  of  community  based 
long  term  care.  This  group  will  produce  a  descriptive  analysis  of  the  current  poUcy 
issues  with  consensus  about  future  options.  This  analysis  will  be  made  available 
this  Fall.  Similar  advisory  panels  will  be  convened  on  the  issues  of  older  women  and 
retirement  in  the  2l8t  Century. 

LONG  TERM  CARE  AGENDA 

Picking  up  on  the  events  of  the  Health  Care  University,  I  am  implementing  a  long 
term  care  agenda  to  provide  Federal  leadership  for  the  continued  development  oT 
consumer-dnven,  home  and  community-based  systems  of  care  for  persons  who  need 
services.  Our  objectives  involve  the  building  of  strategic  public/private  partnerships 
to  expand  long-term  care  services;  promoting  maximum  flexibility  for  States  to  de- 
velop systems;  promoting  and  protecting  consumer  interests  and  choices;  and,  build- 
ing the  capacity  of  aging  network  staff  in  the  field  of  home  and  community  based 
care  programs.  The  Administration  on  Aging  is  committed  to  moving  ahead  aggres- 
sively with  this  agenda  regardless  of  the  outcome  of  health  care  reform;  however. 
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the  successful  implementation  of  the  agenda  will  certainly  support  and  enhance  the 
President's  proposed  long  term  care  plan. 

OTHER  MAJOR  PROGRAM  INITIATIVES— OLDER  WOMEN 

AoA  has  long  been  concerned  of  about  the  needs  of  older  women  in  that  they  are 
more  likely  than  men  to  live  alone  in  their  later  years,  are  more  likely  to  need  long 
term  care  over  a  longer  period  of  time  because  of  debilitating,  chronic  illnesses,  and 
are  lower  income.  Because  of  the  many  concerns  associated  with  older  women,  AoA 
is  developing  an  action  agenda  for  addressing  critical  needs  in  the  area  of  income 
security,  caregiver  burden,  housing,  domestic  violence/elder  abuse  and  health  care. 

NUTRITION/MALNUTRmON 

Eighty-five  percent  of  our  nation's  elderly  have  a  nutrition-related  condition  or  a 
chronic  disease  which  threatens  their  independence.  Prevention  and  intervention 
strategies  can  be  developed  to  enhance  the  nutritional  status  of  older  persons.  AoA's 
new  initiative  to  address  these  concerns  will  focus  on  increasing  the  awareness  of 
individuals,  families,  providers,  policy  makers  and  others  about  how  to  improve  the 
nutritional  health  of  the  elderly. 

BLUEPRINT 

With  "haby-hoota"  generation  reaching  retirement  age  this  next  decade,  we  must 
prepare  for  the  impact  that  these  demographic  changes  will  make  on  families  and 
social  structures.  The  new  generation  of  elderly  will  be  more  diverse,  adventuresome 
and  will  seek  greater  options  and  lifestvle  choice.  The  income  needs  for  a  greater 
number  of  persons  living  beyond  65  will  bring  new  pressures  for  gainful  employ- 
ment. Housing  and  transportation  options  will  oe  in  greater  demand.  To  respond  to 
these  concerns,  AoA  is  developing  a  "Blueprint"  initiative  which  wiU  outline  a 
framework  for  preptuing  for  the  "boomer"  generation. 

Based  on  its  legislative  mandate  and  long  history  of  experience  in  advocacy  and 
systems  building,  the  aging  network  will  continue  to  take  a  leadership  role  as  we 
meet  the  challenge  of  national  long  term  care  reform.  The  network  is  primed  to 
build  on  the  President's  bold  step  forward.  Your  leadership  and  that  of  this  Sub- 
committee wiU  help  the  Administration  on  Aging  to  use  its  expertise  to  ensure  a 
consumer  friendly,  community  based  system  of^care  and  for  that  we,  and  the  33  mil- 
lion Americans  and  their  families  who  are  our  customers,  are  deeply  grateful.  The 
Administration  on  Aging  is  looking  toward  a  new  era  where  home  and  community 
based  care  is  the  rule  rather  than  the  exception  and  where  all  persons  have  the  op- 
portunity to  live  with  dignity  and  the  highest  possible  level  of  independence. 

The  President's  health  care  plan  is  a  package  of  benefits  designed  to  meet  the 
needs  of  a  wide  range  of  people  with  disabilities  of  all  ages  and  economic  status. 
When  fully  implemented,  tne  reforms  are  expected  to  provide  immediate  assistance 
to  about  three  million  people  with  severe  disabilities  living  in  the  community  and 
two  million  residents  of^  nursing  homes  and  other  institutions.  They  also  will  extend 
emotional  and  physical  relief  to  millions  of  families  who  are  providing  the  bulk  of 
long-term  care  to  their  loved  ones. 

Thank  you  again  for  allowing  us  to  testify  here  before  your  Subcommittee  today. 
We  look  forwara  to  any  questions  you  may  have. 

Ms.  Stone.  Thank  you,  Fernando. 

Thank  you,  Senator,  for  the  opportunity  to  put  before  you  the 
major  pieces  of  the  Clinton  proposal  with  respect  to  long-term  care. 

I  should  say  at  the  outset  that  there  are  actually  five  pieces  to 
this  long-term  care  reform.  In  addition  to  the  home  care  pieces, 
there  are  also  changes  in  Medicaid  for  nursing  home  coverage  for 
single  residents;  tax  credits  for  people  with  disabilities  who  work 
or  would  like  to  enter  the  labor  force;  regulation  of  the  private 
long-term  care  insurance,  coupled  with  consumer  education  and  tax 
clarifications;  and  finally,  dollars  to  look  at  how  we  can  better  inte- 
gprate  acute  and  long-term  care  for  people  of  all  ages,  not  just  for 
the  very  fi-ail  elderly. 

I  say  this  because  I  believe  it  is  important  to  recognize  that  this 
plan  not  only  deals  with  home  and  community-based  services,  but 
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really  does  try  to  address  the  needs  of  people  with  disabilities 
across  the  age  span  and  across  the  disabilities  span. 

The  centerpiece  of  the  plan  is  a  flexible  new  program  of  home 
and  communitv-based  services,  with  benefits  tailored  to  the  unique 
needs  of  people  with  severe  disabilities.  Eligibility  is  based  on  a 
person's  mnctional  or  cognitive  impairment,  with  no  limit  by  in- 
come or  age  or  type  of  disability. 

When  fully  implemented,  this  program  is  estimated  to  serve  ap- 
proximately 3.1  million  people  at  any  one  time.  Seventy-one  per- 
cent of  service  users  will  be  over  age  65. 

The  new  long-term  care  program  is  a  Federal-State  partnership 
with  a  substantially  higher  match  rate  than  currently  exists  for 
Medicaid — 28  percentage  points  higher,  with  the  upper  limit  set  at 
95  percent.  It  is  a  prudent  program  that  entitles  States  to  receive 
a  capped  amount  with  Federal  funds  allocated  according  to  a  popu- 
lation-based formula.  There  is  also  a  sliding  scale  copayment  for 
beneficiaries  with  incomes  above  150  percent  of  the  poverty  level. 

Senator  MiKULSKi.  And  what  would  that  be  today?  What  is  150 
percent  over  poverty  today? 

Ms.  Stone.  It  is  about  $7,000.  And  the  vast  majority  of  these 
folks  are  either  at  the  poverty  level  or  somewhat  above  the  poverty 
level,  but  we  are  talking  about  a  Federal  subsidy  for  a  substantial 
portion  of  this  eligible  population. 

We  believe  States  will  have  significant  incentives  to  participate 
in  this  program,  which  combines  enriched  funding,  flexibility,  and 
a  basic  Federal  framework  defining  eli^bility,  core  services,  and 
consumer-oriented  quality  assurance.  This  program  builds  on  State 
experience  with  home  and  community-based  programs,  many  of 
which  are  part  of  the  aging  network. 

Each  State  must  guarantee  in  its  annual  State  plan  that  every 
person  who  receives  services  has  been  carefully  assessed  with  a 
uniform  protocol  and  has  an  individualized  plan  of  care.  In  addi- 
tion, States  must  have  available  at  a  minimum  personal  assistance 
services,  both  agency-directed  and  client-directed  options,  since 
these  are  the  services  that  the  majority  of  severely  disabled  people 
are  likely  to  need. 

The  only  other  service  requirement  beyond  the  availability  of 
these  core  services  is  that  States  include  in  their  service  menu  a 
range  of  benefits — ^for  example,  homemaker/chore,  home  modifica- 
tions, respite  services,  adult  day  care — ^that  address  the  needs  of 
each  category  of  eligible  individuals. 

The  program  also  allows  States  to  offer  consumers  cash  or  vouch- 
ers instead  of  services,  including  the  payment  of  family  care^vers. 
The  plan  is  designed  to  maximize  choice  for  people  with  disabilities 
who  do  not  see  themselves  as  cases  and  who  do  not  want  to  be 
managed. 

The  Health  Security  Act  establishes  a  national  budget  for  the 
new  home  and  community-based  care  program.  Although  there  is 
no  individual  entitlement  to  services,  the  budget  was  estimated  as 
if  there  were.  It  is  based  on  the  cost  of  providing  an  adequate  level 
of  service  to  the  eligible  population,  and  then  it  is  capped.  This  cap 
represents  over  four  times  the  amount  we  currently  spend  in  the 
uncapped  Medicaid  program  for  home  and  community-based  care. 
The  funding  will  be  phased  in  over  7  years,  starting  in  1996.  Over 
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the  first  5  years,  the  Federal  Government  plans  to  spend  $56  bil- 
lion— new  billion  dollars — for  this  program. 

In  addition,  during  the  phase-in,  the  law  permits  the  Secretary 
of  HHS  to  increase  the  annual  budget  if  the  new  program  results 
in  reductions  in  Medicaid  home  and  community-based  care  expend- 
itures for  persons  with  severe  disabilities  who  were  shifted  into  the 
new  program. 

Finally,  States  may  continue  to  provide  home  and  community- 
based  care  through  Medicaid  as  they  do  today. 

The  quality  of  services  will  be  assessed  through  heavy  reliance 
on  consumer  monitoring  and  consumer  satisfaction  surveys  as  well 
as  careful  reviews  of  health  and  safety  features.  Responsiveness  to 
consumers,  a  hallmark  of  this  program,  is  ensured  by  the  require- 
ment that  Federal  and  specific  State  advisory  boards,  consisting 
primarily  of  consumers  and  their  representatives,  be  involved  in  all 
aspects  of  this  program. 

States  are  also  required  to  specify  the  role  of  The  Older  Ameri- 
cans Act  long-term  care  ombudsman  program  and  the  protection 
and  advocacy  agencies  for  the  disabled  in  assuring  quality  and  pro- 
tecting the  rights  of  persons  with  disabilities. 

Each  plan  must  specify  the  minimum  standards  for  agency  pro- 
viders and  minimum  requirements  for  agency  provider  employees, 
and  how  such  standards  will  be  enforced.  Finally,  the  State  plan 
will  provide  safeguards  against  physical,  emotional,  or  financial 
abuse,  or  exploitation  of  workers,  particularly  in  cases  where  cash 
payments  or  vouchers  are  used  in  lieu  of  services. 

In  addition  to  these  safeguards,  the  bill  requires  a  performance 
review  to  be  conducted  both  on  an  interim  basis  and  a  final  report 
afler  full  implementation.  It  requires  the  States  to  maintain  an 
adequate  management  information  system,  and  this  information 
combined  with  the  claims-based  system  that  will  be  needed  in 
order  to  monitor  this  system  will  provide  the  information  that  will 
be  critical  to  performing  this  evaluation.  This  evaluation,  by  the 
way,  will  be  conducted  with  the  input  from  the  consumer-driven 
advisory  boards. 

That  completes  my  summary  of  the  bill  and  particularly  as  it  re- 
lates to  some  of  the  issues  that  you  have  raised.  I  think  that  Fer- 
nando and  I  and  my  colleagues  up  here  are  all  ready  to  answer  any 
questions  that  you  might  have. 

Senator  MncuLSKi.  Thank  you  very  much.  Dr.  Torres-Gil  and  Dr. 
Stone.  I  am  going  to  go  through  a  series  of  questions,  and  whoever 
feels  they  should  be  the  one  to  answer  it,  please  do  so. 

First  of  all,  like  you,  I  believe  that  demogpraphy  is  destiny.  And 
with  our  aging  population  and  the  aging  baby-boomer  population, 
I  believe  this  benefits  package  is  a  package  whose  time  has  come. 
Therefore,  we  will  do  everything  we  can  to  be  able  to  move  it  in 
a  way  that,  as  I  said,  is  both  desirable  from  the  standpoint  of  the 
beneficiary,  fiscally  affordable,  and  able  to  operationalize  good  in- 
tentions. 

My  first  question  is  this.  If  we  work  on  the  assumption  that  the 
legislation  is  passed  for  a  moment,  where  will  it  then  be  located? 
Where  will  its  home  be?  Will  it  be  HHS?  Will  it  be  HCFA?  Where 
will  be  the  point  of  accountability  and  the  point  of  operation? 
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Mr.  Torres-Gil.  Thank  you  for  raising  what  is  certainly  a  criti- 
cal implementation  issue,  Senator  Mikulski.  The  answer  is  that  we 
have  not  made  those  types  of  decisions  yet.  In  the  Department,  we 
have  not  really  gotten  into  the  details  of  a  number  of  critical  imple- 
mentation issues  precisely  because  we  are  awaiting  the  Congress' 
decisions  and  whatever  it  is  they  may  decide  on  these  issues. 

I  can  say  this.  In  my  discussions  with  Secretary  Shalala,  when 
that  time  comes,  she  wants  to  bring  together  a  number  of  us  who 
represent  AoA,  the  Health  Care  Financing  Administration,  the  Of- 
fice of  Planning  and  Evaluation,  perhaps  also  the  Public  Health 
Service. 

Senator  Mikulski.  Do  you  mean  there  is  no  strategy  now — look- 
ing at  whether  this  Plan  A  passes  or  Plan  B  passes  or  whatever, 
there  is  no  strategy? 

Mr.  Torres-Gil.  We  have  no  decisions  or  even  tentative  deci- 
sions. Senator  Mikulski,  on  that  issue. 

Senator  Mikulski.  But  do  you  have  options  that  have  been  de- 
veloped internally? 

Mr.  Torres-Gil.  We  do  not  yet  have  options.  Senator  Mikulski. 
Certainly,  if  you  wish,  I  will  be  happy  to  take  back  that  request 
or  issue  to  Secretary  Shalala.  But  we  have  not  yet  developed  a 
framework  for  how  we  may  want  to  implement  this. 

Senator  Mikulski.  Well,  I  would  strongly  encourage  the  develop- 
ment of  options. 

Mr.  Torres-Gil.  I  shall  take  that  back  to  the  Department. 

Senator  Mikulski.  So  that  if  we  are  blessed  enough  to  have  ei- 
ther this  plan  or  one  that  we  have  arrived  at  on  a  bipartisan,  bi- 
cameral basis,  we  are  not  going  to  be  then  waiting  for  everybody 
to  come  together — I  presume  everybody  is  going  to  come  together. 

Mr.  Torres-Gil.  Well,  as  you  can  imagine.  Senator  Mikulski, 
there  is  certainly  a  good  deal  of  interest  in  the  Department  in  how 
this  things  might  be  operationalized. 

Senator  Mikulski.  But  there  is  also  a  good  deal  of  interest  every- 
where, and  that  is  part  of  the  problem,  that  people  do  not  under- 
stand parts  of  the  plan. 

Mr.  Torres-Gil.  We  will  take  that  back. 

Senator  Mikulski.  Second,  presuming  we  then  know  where  it 
will  be  administered  at  the  Federal  level,  where  would  it  be  admin- 
istered at  a  State  level?  Is  that  up  to  the  designation  of  the  Gov- 
ernor? And  then,  could  that  be  determined  to  be  done  either  by  the 
Area  Office  on  Aging,  a  nonprofit  corporation,  or  maybe  even  a  for 
profit  corporation? 

Mr.  Torres-Gil.  I  will  ask  Robyn  to  respond  to  that. 

Senator  Mikulski.  Dr.  Stone. 

Ms.  Stone.  The  State  makes  the  decision  in  terms  of  designating 
the  agency  or  agencies  to  administer  the  program.  The  belief  was 
that  we  are  building  on  what  is  innovative  and  what  exists  cur- 
rently in  the  States,  and  our  experience  has  been  that  there  is 
quite  a  diversity  in  terms  of  what  organizations  administer  home 
and  community-based  programs,  including  the  waiver  programs, 
the  State-only  programs,  personal  care  option,  and  others.  So  it  will 
again  be  at  the  discretion  of  the  State. 
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Our  belief  is  that  this  will  be  gfuided  clearly  to  a  certain  extent 
by  consumers  who  will  be  involved  in  the  advisorj^  board  to  help 
make  the  decision  in  terms  of  where  the  responsibility  should  lie. 

Mary,  I  do  not  know  if  you  have  anything  to  add  on  that. 

Ms.  Harahan.  The  law  very  specifically  left  room  for  States  to 
designate  more  than  one  administering  agency  because  the  long- 
term  care  systems  out  in  the  real  world  outside  of  Washington — 
for  example,  the  MR  system  looks  very  different  from  the  system 
for  the  frail  elderly,  or  for  children — and  so  we  wanted  to  make 
sure  that  we  capitalized  on  the  infrastructure  that  was  there,  so  a 
State  could  designate  one  agency  to  administer  the  MR  part  of  this 
program  and  another  agency  to  administer  the  program  for  the 
frail  elderly  and  the  younger  disabled  adults,  as  is  typical  now. 

Senator  Mikulski.  So,  for  example,  in  my  own  State,  there  are 
23  counties  and  Baltimore  City,  and  also  within  that,  9  of  those 
counties  on  the  Eastern  Shore,  representing  long  distances,  and  all 
rural,  with  skimpy  services,  which  is  different  than  the  Baltimore- 
Washington  corridor — and  when  I  say  skimpy  services,  I  mean  the 
providers  are  not  necessarily  there.  What  is  it,  then,  that  you 
would  be  saying — that  the  State  then  can  determine  different  re- 
gions and  how  they  are  going  to  be  done,  or  different  constituency 
services?  What  would  be  the  guiding  principles  you  will  be  giving 
States? 

Ms.  Stone.  In  Maryland,  for  example,  currently,  you  have  a 
structure  that  has  a  number  of  agencies  administering  long-term 
care  programs  with  an  umbrella  organization  that  serves  as  a  co- 
ordinating body.  This  just  happens  to  be  the  way  that  State  does 
its  business. 

In  Wisconsin,  for  example,  things  are  done  much  more  at  the 
local  level  so  that  the  counties  really  have — while  there  is  a  State 
program,  the  counties  are  really  where  things  happen.  And  the  fact 
of  the  matter  is  that  because  of  the  diversity  in  States,  we  will  con- 
tinue to  emulate  that  kind  of  diversity,  the  very  positive  aspects  of 
that  diversity,  and  allow  the  States  to  make  those  decisions  in 
terms  of  which  organizations  are  going  to  be  administering  the  pro- 
gram.  If  they  wanted  to  do  some  kind  of  a  regional  configuration, 
they  would  certainly  be  open  to  that  possibility. 

I  guess  the  point  is  that  the  belief  is  very  strong,  and  a  number 
of  us  up  here  at  the  table  have  probably  been  looking  at  long-term 
care  for  at  least  20  years.  A  "one  size  fits  all"  for  long-term  care 
is  not  what  we  feel  would  work,  and  rather  than  prescribing  one 
type  of  mechanism,  we  believe  it  is  possible  to  infuse  a  lot  of  new 
dollars  into  the  system  with  a  Federal  framework  which  is  pri- 
marily a  single  criterion  for  eligibility  and  a  uniform  protocol  that 
would  be  administered  across  States  and  the  requirement  that  all 
States  have  agency-directed  and  consumer-directed  personal  assist- 
ance services  with  that  Federal  framework,  that  it  is  best  to  let  the 
States  tailor  their  services  to  their  socioeconomic  situations,  their 
historical  situations  with  how  advocacy  groups  and  provider  groups 
have  evolved,  and  sort  of  let  that  play  out  in  the  States  with  a  lot 
of  consumer  input  and  Federal  monitoring.  So  it  really  is  a  Fed- 
eral-State partnership  in  that  respect. 

Senator  Mikulski.  Well,  first  of  all,  I  believe  in  the  uniqueness 
of  each  State.  The  United  States  of  Ajnerica  is  based  on  the  prin- 
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ciple  of  federalism.  And  in  talking  with  my  colleagues,  both  Demo- 
crats and  Republicans,  I  think  we  support  the  concept  of  not  using 
a  cookie-cutter  approach. 

What  I  want  to  be  clear  about  is  that  within  a  State,  as  a  State 
operationalizes  it,  it  will  not  only  be  done  through  Area  Offices  on 
.A^ng,  and  that  there  can  be  consortia  or  whatever,  or  regional 
ways  of  putting  things  together  based  on  those  characteristics. 

Ms.  Stone.  Absolutely. 

Senator  MiKULSKl.  Certainly  the  demography  and  geography  of 
New  Hampshire  are  different  from  that  of  my  own  State,  and  each 
has  a  stronger  sector;  some  States  have  stronger  public  sectors, 
some  have  strong  nonprofit  sectors.  Some  have  an  interesting  blend 
between  profit  and  nonprofit. 

Mr.  Torres-Gil.  I  might  add  on  that.  Senator  Mikulski,  that 
when  we  had  our  meeting  in  January,  our  health  care  university, 
and  we  started  really  discussing  what  it  means  for  you,  it  was  clear 
that  this  diversity  Robyn  speaks  to  is  inherent  among  our  State  of- 
fices and  our  AAAs,  and  so  on.  There  are  some  that  will  be  pre- 
pared and  willing  to  seek  that  kind  of  responsibility,  and  there  will 
be  others  that  are  not  prepared  or  willing  to  do  so. 

In  addition,  we  need  to  always  keep  in  mind  that  this  long-term 
care  proposal  is  for  persons  with  disabilities  of  all  ages.  It  is  not 
just  a  senior  citizen  program. 

Senator  Mikulski.  That  is  exactly  right.  So  what  you  are  saying 
is  the  plan  to  operationalize  it  is  not  limited  only  to  the  area  of- 
fices. 

Mr.  Torres-Gil.  No,  absolutely  not.  They  can  play  a  role  if  they 
are  able  and  willing  and  if  they  can  develop  the  partnerships  and 
collaborations  with  groups  representing  disabled  persons,  or  they 
can  be  one  of  the  sub-agencies  or  not  play  a  role.  I  think  that  is 
the  importance  of  that  flexibility. 

But  we  are  really  leaving  it  up  to  the  States  to  decide,  and  it  can 
be  any  one  of  a  number  oi  groups  from  a  department  of  rehabilita- 
tion to  a  health  department  to  a  new  nonprofit  group  or  some  kind 
of  amalgam. 

Senator  Mikulski.  This,  then,  takes  us  to  the  areas  related  to 
quality  of  care  and  the  maintenance  of  quality  of  care,  which  I 
know  if  there  is  any  uniform  agreement,  it  is  that  no  matter  what 
it  does,  it  has  to  have  beneficial  outcomes  and  ones  that  we  can  en- 
sure. 

In  a  preliminary  GAO  study  that  has  been  done  for  our  col- 
leagues in  the  Finance  Committee  at  the  request  of  Senator  Moy- 
nihan,  they  raise  interesting  issue — and  really,  we  supported  this. 
The  question  asked  by  Mo3aiihan  of  GAO  is  how  is  quality  assured 
and  measured  in  home  and  community-based  long-term  care  serv- 
ices for  persons  with  disabilities.  This  is,  I  think,  a  preliminary  re- 
port, and  we  will  be  hearing  from  them  on  Thursday.  But  they 
identify  some  goals,  and  I  am  sure  that  you  are  concerned  about 
them,  too,  including  that  it  is  uneven.  The  complex  financing  struc- 
ture that  supports  home  and  community-based  services  has  re- 
sulted in  different  applications  of  different  quality  assurance  stand- 
ards. I  am  going  to  go  through  some  of  the  points  they  raise  and 
then  just  ask  how  is  this  then  going  to  be  different  from  everything 
we  have  had  and  be  able  to  ensure  quality. 
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So  it  is  different  for  similar  services,  based  on  the  source  of  their 
payment,  and  it  is  uneven.  Goals  for  home  and  community-based 
long-term  care  are  articulated  differently  by  administrators,  service 
providers,  and  customers.  Even  case  managers  sometimes  are  un- 
clear about  what  are  the  criteria  and  standards  for  quality. 

Goals  for  personal  care  services  are  less  formally  developed  than 
goals  for  medical-type  services.  So  infusion  therapy  is  very  care- 
ftilly  and  precisely  defined,  and  yet  at  the  same  time,  home  care, 
personal  care,  is  real  loose— either  the  failure  to  license  providers, 
particularly  those  who  will  get  payment.  I  am  not  talking  about  in- 
formal networks  of  neighbors  and  so  on. 

Current  quality  assurance  strategies  cannot  be  judged,  says 
GAO,  sufficiently  to  assure  the  delivery  of  high-quality  services  be- 
cause of  the  undeveloped  State  of  program  and  outcome  measure- 
ments. And  I  could  go  on. 

So  essentially,  our  experience  with  quality  has  been  uneven,  and 
for  those  who  nave  the  most  frequent  and  sustained  contact  with 
people,  the  personal  care,  is  the  most  loose. 

So  I  just  wonder,  then,  what  would  be  the  plan  for  ensuring  qual- 
ity? 

Ms.  Stone.  I  can  try  to  speak  to  that  and  then  see  what  else  my 
colleagues  may  have  to  offer. 

I  think  you  raise  some  very  important  points  with  respect  to 
quality  assurance  and  in  particular  the  difficulties  in  actually  eval- 
uating and  assessing  home  and  community-based  services,  because 
they  are  so  diverse  and  because  they  are  provided  in  the  home, 
which  is  not  like  an  edifice  or  an  institution  similar  to  a  nursing 
home,  for  example. 

The  philosophy  and  the  intent  of  this  bill  is  to  try  to  balance  the 
tension  between  consumer  involvement  and  consumer  choice  and 
quality  assurance  vis-a-vis  safety  and  protection  of  recipients  as 
well  as  quality  outcomes,  quality  measures,  in  terms  of  things  like 
consumer  satisfaction  as  well  as  morbidity  types  of  measures,  func- 
tional types  of  measures.  So  that  is  the  issue,  how  to  find  that  bal- 
ance between  these  two,  because  this  is  very  much  a  consumer- 
driven  piece  of  legislation. 

The  belief  is  that  by  building  these  advisory  groups  at  the  State 
level  with  at  least  50  percent  participation  of  consumers  or  their 
representatives,  that  we  have  a  grassroots  hold  on  monitoring  qual- 
ity from  the  implementation  of  the  plan,  from  the  assessment  to 
the  development  of  the  care  plan  to  the  actual  care  that  is  being 
provided  in  the  home,  to  the  assessment  and  the  reassessment. 
Care  plans  must  be  done  at  least  every  6  months,  so  there  is  a  re- 
quirement that  there  be  periodic  assessments.  We  believe  this 
consumer  involvement  is  really  the  hallmark  of  the  plan. 

Now,  in  addition  to  that,  there  are  some  requirements.  States 
have  to  provide  evidence  of  certain  things  in  their  State  plans. 
They  have  to  provide  evidence  that  they  are  going  to  have  some 
type  of  minimum  standards  for  agency  providers  and  agency  pro- 
vider workers.  Now,  we  have  not  specified  exactly  what  those 
stauidards  will  be.  Again,  we  are  leaving  that  to  the  discretion  of 
the  State. 

Senator  MncuLSKl.  Do  you  have  minimum  criteria? 
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Ms.  Stone.  Well,  the  States  must  set  forward  in  their  plan  the 
criteria  that  will  be  used,  and  in  order  for  a  plan  to  be  approved, 
the  quality  assurance  mechanisms  must  be  spelled  out  very  clearly 
in  the  State  plan.  There  is  no  prescription  in  the  bill  with  respect 
to  minimum  standards  for  quality 

Senator  Mikulski.  Dr.  Stone,  I  am  confused.  If  we  could  go  to 
Section  2106  of  the  proposed  bill,  on  "quality  assurance  and  safe- 
guards," it  does  talk,  as  you  say,  about  how  the  plan  does  rely  upon 
consumer  input  and  participation.  But  that  could  be  triggered  after 
the  most  unhappy  set  of  results. 

However,  further,  I  believe  2106  requires  the  State  to  specify 
how  the  State  will  ensure  and  monitor  the  quality  of  services  in- 
cluding safeguarding  the  health  and  safety  of  individuals  with  dis- 
abilities, minimum  standards  for  agency  providers  and  how  these 
standards  will  be  enforced,  minimum  competency  requirements  for 
employees  of  agency  providers  who  provide  direct  services  and  how 
those  standards  will  be  reinforced;  obtain  meaningful  input  from 
consumers;  participation  by  the  State  in  quality  assurance  activi- 
ties, and  then  that  there  will  be  a  role  for  long-term  care  ombuds- 
men out  of  the  Office  of  Aging  and  the  advocacy  agency  in  assuring 
all  this. 

Ms.  Stone.  Right. 

Senator  MncuLSKi.  Aren't  these  standards? 

Ms.  Stone.  Well,  they  are  requirements  that  the  State  plan  must 
put  forward;  yes,  in  fact,  they  are  standards,  they  are  require- 
ments. These  requirements  are  not  set  at  the  Federal  level.  That 
is  the  point.  The  State  must  provide  in  their  State  plan  what  mini- 
mum requirements  have  been  set  for  agency  providers,  for  agency 
workers. 

Senator  Mikulski.  Well,  is  there  a  minimum,  though,  that  is  un- 
acceptable to  you? 

Ms.  Stone.  As  an  individual,  it  is 

Senator  Mikulski.  Well,  suppose  the  minimum  standard  is  lit- 
eracy at  the  preschool  level.  Is  that  acceptable  to  you? 

Ms.  Stone  [continuing.]  No,  that  would  not  be  acceptable. 

Senator  MncuLSKl.  I  am  not  being  harsh,  but  people  have  had 
very  unfortunate  things  happen  to  them  with  providers  who  have 
been  less  than  meticulous. 

Ms.  Stone.  That  is  absolutely  the  case,  and  that  is  why  we  have 
built  in,  as  I  said  from  the  start,  consumer  input  like  you  have  not 
seen  before  in  a  program 

Senator  MncULSKl.  Well,  let  me  tell  you,  consumer  input  is  an 
important  component,  but  it  cannot  be  the  sole  component. 

Ms.  Stone.  Well,  it  is  not  the  sole  component.  In  addition  to  the 
consumer  input,  we  also  have  requirements  that  the  States  provide 
the  kinds  of  standards  that  they  are  going  to  set  for  agency  provid- 
ers and  for  workers. 

Senator  Mikulski.  I  understand  that.  But  then  what  are  your 
minimum  standards  that  their  minimum  standards  cannot  go 
below? 

Ms.  Stone.  Well,  again,  there  is  no  one  set  recipe  for  these  kinds 
of  standards. 

Senator  Mikulski,  It  is  not  a  recipe.  It  is  what  is  acceptable.  I 
mean,  people  in  the  home  should  be  able  to  read  the  labels  of  the 
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prescriptions  of  the  people  they  are  caring  for.  Literacy  would  be 
a  standard, 

Ms.  Harahan.  Can  I  tell  you  a  story,  Senator — and  maybe  it  will 
bore  you 

Senator  MncuLSKL  Well,  I  can  tell  you  a  thousand  stories,  Ms. 
Harahan,  and  that  is  why  I  am  asking  these  kinds  of  questions. 
And  the  thousands  of  stories  I  hear  are  about  people  who  have 
come  into  the  homes  of  people  who  think  they  have  gone  to  provid- 
ers, people  coming  into  the  home  with  criminal  records,  people 
coming  into  the  home  who  cannot  read,  people  coming  into  the 
home  who  are  slap-and-dash.  I  mean,  these  are  dangerous  kinds  of 
things,  and  there  nave  to  be  minimum  floors  below  which  are  unac- 
ceptable, recognizing  the  uniqueness  of  States  and  the  principle  of 
federalism. 

Ms.  Harahan.  And  I  think  there  is  no  State  plan  that  would  be 
approved  without  their  setting  forth  standards  for  the  kinds  of  peo- 
ple who  would  be  permitted  to  lay  hands  on  a  vulnerable  person. 

The  question  you  are  asking  is  whether  the  Federal  Grovemment 
is  sophisticated  enough  to  denne  those  standards,  to  say  that  peo- 
ple with  criminal  records 

Senator  MncuLSKl.  No;  I  hope  they  are  unsophisticated  enough. 
I  hope  we  would  think  about  the  situation  in  real  terms.  We  are 
not  talking  about  precise,  esoteric  things,  developed  at  think  tanks 
and  then  mulled  over  on  Renaissance  weekends.  We  are  talking 
about  real  life  situations  where,  for  the  most  part,  the  families  feel 
vulnerable  and  at  risk,  with  nobod} ,  but  nobody,  on  their  side. 

Ms.  Harahan,  And  I  think  that  in  our  discussions  with  the  GAO 
people  whom  we  have  talked  to,  there  is  a  general  consensus  that 
we  at  this  point  do  not  know  how  to  set  a  minimum  standard  for 
the  care  of  people  in  the  home  that  would  not  be  more  destructive 
than  helpful. 

I  think  what  we  have  done  is  say  that  we  trust  the  States  to  set 
those  minimum  standards  based  on  their  local  circumstances,  and 
in  some  places,  such  as  in  rural  areas  of  this  country,  where  there 
are  no  agency  providers,  we  have  to  allow  for  friends  and  neighbors 
to  be  hired  to  help  people,  and  licensing  those  people  probably  does 
not  make  sense. 

What  does  make  sense  is  trying  to  make  sure  that  there  is  some 
accountability,  so  that  when  people  come  into  your  home,  they  do 
what  you  want  to  do.  And  when  my  mother  wants  somebody  to  lay 
hands  on  her  because  she  has  Alzheimer's  disease,  what  she  cares 
about  is  that  the  people  are  nice  to  her,  and  that  they  give  her  a 
shower  when  she  wants  to,  rather  than  in  the  middle  of  the  night 
when  somebody  else  wants  to.  That  kind  of  standard,  I  think  is  ex- 
tremely difficult  to  legislate  from  the  Federal  level. 

Senator  Mikulski.  Absolutely.  I  absolutely  agree,  and  if  your 
dear  mother  has  Alzheimer's,  my  heart  goes  out  to  you,  because  I 
have  lived  through  this.  But  if  you  have  someone  witn  your  mother 
doing  exactly  what  you  have  talked  about,  and  your  mother  also 
savs,  "I  neea  my  pills,"  you  need  someone  who  can  read  what  the 
pills  say.  And  you  would  also  want  to  be  sure  that  that  person  does 
not  have  a  criminal  record. 

Mr.  Torres-Gil.  Senator  Mikulski,  that  raises  an  issue  which 
you  have  hit  the  nail  right  on  the  head,  which  is  the  growing  inci- 
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dence  of  elder  abuse  and  the  need  to  provide  some  kind  of  approach 
to  protection. 

I  want  to  ask  Bill  if  he  could  respond  to  that  issue.  It  goes  hand- 
in-glove  with  the  issue  of  whether  or  not  we  can  have  minimum 
standards. 

Bill. 

Senator  Mikulski.  First,  I  just  want  to  say  something  before  Mr. 
Benson  comments.  I  understand  that  what  we  are  talking  about  is 
going  to  focus  primarily  on  the  personal  care  level,  where,  because 
of  infusion  therapy,  IVNA,  these  will  be  delivered  by  people  who 
are  already  licensed  in  another  way.  You  and  I  also  know  that  we 
do  not  want  to  create  requirements  where  you  need  a  master's  de- 
gree to  perform  exactly  the  kind  of  compelling  and  compassionate 
needed  services  that  you  have  talked  about.  I  understand  that,  but 
I  also  have  to  say  that  there  has  to  be  a  minimum  of  the  minimum. 

Mr.  Torres-Gil.  That  is  our  dilemma.  As  a  person  with  a  dis- 
ability, I  welcome  a  provision  in  the  President's  plan  that  will  allow 
me  to  have  a  voucher,  for  example,  and  pay  a  friend  or  a  relative 
to  take  care  of  me.  The  question  is  do  I  want  certain  standards  by 
the  Federal  Gk)vemment  that  may  or  may  not  fit  the  situation.  But 
I  also  know  that  in  a  sense,  it  is  almost  like  a  leap  of  faith,  and 
where  we  are  asking  you  to  have  faith  in  us  is  that  when  we  re- 
view the  many  different  State  plans  that  come  before  us,  we  will 
have  the  sophistication  and  the  compassion  or  intuition  about  what 
is  an  acceptable  minimum  standard. 

I  ifuess  we  are  not  yet  ready  to  say  that  we  have  that  kind  of 
intuition,  and  we  want  to  at  least  build  and  learn  from  what  the 
States  are  going  to  give  us,  and  perhaps  then  we  will  have  a  better 
feel  as  we  review  those  many  State  plans  as  to  what  might  be  pre- 
scribed minimum  standards  over  time.  It  is  a  tough  balance  for  us. 

Senator  MncuLSKl.  Well,  the  answer  is  that,  no,  I  do  not  have 
faith.  I  mean,  I  have  faith  in  you,  and  I  have  faith  in  the  honor 
and  integrity  and  intellectual  capacity  of  the  people  here.  But  I 
have  been  involved  in  these  services  since  Medicare  passed,  and 
since  Medicaid  passed,  and  my  first  job  was  in  the  poverty  pro- 
gram, helping  old  people  get  the  medical  and  social  services  tney 
needed.  I  have  seen  these  things  come,  I  have  seen  them  go,  I  have 
seen  them  dumbed  down,  and  I  have  seen  them  infused  with  cap- 
ital. I  have  seen  it. 

And  what  I  am  saying  is  that  unless  we  know  it  now,  you  are 
asking  the  Congress,  the  President  is  asking  the  Congress  to  pass 
legislation  that  will  ultimately  go  to  $56  billion,  and  then  as  a 
friend  of  the  program  and  somebody  who  wants  it,  you  say  now 
that  we  are  going  to  develop  these  sophisticated  criteria. 

Mr.  Torres-Gil.  Good  point. 

Ms.  Stone.  Excuse  me.  I  am  not  sure  they  need  to  be  all  that 
sophisticated 

Senator  MncuLSKl.  That  is  my  whole  point.  Dr.  Stone. 

Ms.  Stone  [Continuing].  I  think  that  actually,  all  of  us  are  in 
agreement  around  this  point.  The  question  is  are  we  here  to  set 
one  set  of  minimum  Federal  standards.  I  believe  that  we  are  not. 
I  believe  that  what  we  are  doing  instead  is  to  try  to  see  whether 
we  can  have  the  foundation  of  this  be  true  consumer  involvement, 
which  we  have  not  seen  in  other  programs — ^you  do  not  have  the 
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kind  of  consumer  involvement  in  the  Medicaid  waiver  program,  for 
example,  that  we  are  building  into  this  program.  There  are  manv 
examples  of  this  kind  of  consumer  involvement  in  the  DD  world, 
for  example,  that  work  very  well  in  terms  of  monitoring  the  care 
that  is  provided,  working  with  families  to  ensure  that  this  kind  of 
care  is  provided,  and  we  believe  in  a  combination  of  this  consumer 
involvement  with  regular,  periodic  consumer  satisfaction  surveys — 
I  mean,  we  are  talking  about  getting  feedback.  If  we  find  out  that 
a  worker  is  going  into  the  home,  and  this  person  is  not  getting  her 
medicine  because  the  worker  could  not  read  the  label  on  the  pre- 
scription, that  kind  of  information  will  be  made  available,  and  then 
things  will  have  to  change. 

There  has  to  be  a  mechanism  for,  as  I  said  before,  balancing  this 
consumer  choice  and  consumer  involvement  with  a  monitoring  of 
the  health  and  safety  and  protecting  not  just  recipients,  by  the 
way — it  is  also  workers  who  have  to  be  protected  frequently  from 
the  beneficiaries.  So  what  we  reallv  have  to  deal  with,  I  think — 
may  look  mushy  to  you,  and  I  think  the  fact  of  the  matter  is  it  is 
mushy  because  this  is  a  mushy  area.  We  took  a  look  at  the  Medi- 
care home  health  standards 

Senator  MmuiSKl.  But  you  cannot  spend  $56  billion  on  mush. 

Ms.  Stone  [Continuing].  Well,  States  have  been  doing  it.  There 
are  a  number  of  States  that  spend  substantial  amounts  of  money. 
The  States  Uiat  are  successful  in  home  and  community-based  serv- 
ices and  have  done  so  over  the  years  are  working  with  a  quality 
assurance  system  that  really  is  a  grassroots  type  of  Quality  assur- 
ance system,  and  it  seems  to  work.  This  is  the  kind  of  feedback 
that  we  have  gotten  firom  the  successful  States.  It  is  absolutely  true 
that  we  have  unevenness  across  the  States.  We  have  unevenness 
in  participation  in  home  care  in  general,  so  we  are  clearly  going  to 
see  unevenness  in  quality  as  well. 

But  we  believe  tiiat  during  the  phase-in  period  where  we  are 
talking  about  a  limited  amount  of  dollars,  this  is  the  opportunity 
for  States  to  develop  their  infrastructure,  including  working  on 
quality  assurance,  building  that  consumer  involvement,  and  that 
tnat  is  the  way  we  should  be  going  rather  than  one  set  of  minimum 
standards. 

On  the  other  hand,  we  would  be  very  willing  to  work  with  you 
in  terms  of  trying  to  figure  this  thing  out,  and  if  we 

Senator  Mikulski.  But  that  is  your  job,  to  present  that  to  us.  It 
is  not  our  job  to  tiy  to  figure  it  out  with  you. 

But  I  am  not  gomg  to  lust  assume — I  am  going  to  talk  to  the  con- 
sumers. Maybe  I  am  off-base  here.  Maybe  I  am  off-base. 

Mr.  Benson.  Senator  Mikulski,  it  may  be  useful  to  look  at  the 
experience  with  board-and-care  homes.  Congress  and  the  executive 
branch  have  struggled  for  several  decades  now  trying  to  figfure  out 
a  way  to  provide  Federal  standards  around  board-and-care  and 
have  been  unsuccessful  in  doing  that  because  of  the  tremendous 
unevenness  and  diversity,  the  different  skill  levels  in  board-and- 
care  homes. 

What  has  been  missing  in  the  board-and-care  area  is  Federal  di- 
rection in  empowering  States  and  consumers  to  really  take  control 
of  that  system,  which  is  I  think  the  point  that  Dr.  Stone  is  making. 
At  least  in  the  President's  proposal,  there  is  more  attention  given 
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to  providing  guidance  to  States  around  quality  than  we  have  ever 
seen  from  the  Federal  Government  with  regard  to  board-and-care 
homes.  And  part  of  that  empowerment  is  not  only  calling  for  the 
consumer  involvement,  which  we  do  not  see  in  areas  like  board- 
and-care  homes,  but  also  to  rely  on  systems  like  The  Older  Ameri- 
cans Act. 

This  Congress  created  a  new  title  in  The  Older  Americans  Act 
in  the  last  reauthorization,  the  "elder  rights"  title,  that  specifically 
directs  States  to  develop  agendas  aroimd  protecting  the  rights  of 
older  people.  The  combination  of  the  consumer-empowering  lan- 
guage of  tJie  President's  proposal  and  that  language  from  The 
Older  Americans  Act  is  going  to  cause  consumer  groups  from  both 
the  disability  communities  and  the  aging  communities  to  demand 
minimum  quality  staindards  in  their  own  States.  I  think  consumers 
will  find  it  unacceptable  to  not  have  at  least  minimum  standards 
at  work. 

A  number  of  States,  nine  to  date,  have  experimented  with  using 
the  long-term  care  ombudsman  program  to  respond  to  problems  in 
home  care  and  have  had  different  levels  of  success  with  that,  de- 
pending on  their  resources.  But  that  is  one  of  the  avenues  that  this 
plan  considers  as  a  way  to  respond  in  a  nonintrusive  but  meaning- 
ful advocacy  way  for  consumers  who  have  been  hurt  or  aggrieved 
in  some  way. 

Senator  Mikulski.  Have  you  issued  regs  on  that  title  yet? 

Mr.  Benson.  We  are  in  the  process  right  now  of  finishing  the 
draft  regulations,  so  that  we  very  shortly  can  issue  a  notice  of  pro- 
posed rulemaking  on  that. 

Senator  Mikulski.  But  they  have  not  been  issued. 

Mr.  Benson.  They  have  not  been  issued  yet. 

Senator  Mikulski.  This  is  an  important  thing,  then,  to  move  on 
to,  work  force,  in  the  time  that  we  have  here.  The  President's  plan 
calls  for  an  evaluation — an  assessment,  if  you  will — of  an  individ- 
ual case  plan  around  the  development  of  an  individualized  plan  of 
care,  and  then,  I  would  presume,  to  ensure  that  the  plan  was 
operationalized  in  a  way  that  met  the  needs  identified. 

Whom  do  you  see  doing  these  assessments,  and  whom  do  you  see 
supervising  these  individualized  plans  of  care,  if  in  fact  case  man- 
agement is  optional? 

Ms,  Stone.  Well,  case  management  is  not  optional  if  we  include 
in  case  management  the  assessment  and  the  care  planning  func- 
tion, which  we  do.  So  in  that  sense,  we  are  talking  about  requiring 
that  States  provide  case  management  in  that  they  are  providing  an 
assessment  and  a  care  plan. 

Senator  Mikulski.  Who  will  do  the  assessments? 

Ms.  Stone.  Again,  this  is  left  to  the  State  to  specify  what  type 
of  person  and  what  the  credentials  will  be  with  respect  to  the  indi- 
vidual who  is  doing  the  assessment.  And  again,  it  builds  on  what 
States  are  already  doing  with  respect  to  the  kinds  of  care  planning 
and  assessment  tnat  is  currently  ongoing  in  State  programs. 

The  belief,  again,  is  that  there  is  variety  in  the  kinds  of  folks 
who  do  the  assessment,  depending  upon  the  State  and  the  re- 
sources that  are  available  to  the  State,  and  the  kinds  of  providers 
and  the  kinds  of  recipients  that  tend  to  dominate  in  a  particular 
State  or  geographic  area,  and  that  we  need  to  leave  that  to  the 
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States,  with  the  framework,  again,  that  there  will  be  a  uniform 
protocol  for  eligibility  determination  across  the  States. 
So  at  that  level,  we  are  talking  about- 


Senator  MncuLSKl.  But  isn't  that  financial?  Isn't  that  more- 


Ms.  Stone  [continuing.]  No.  We  are  talking  about  a  imiform  eligi- 
bility protocol  that  would  be  developed  through  the  Secretary  of 
HHS  that  would  target  the  populations  in  need — those  with  three 
or  more  ADL  Hmitations,  those  with  severe  cognitive  impairment, 
those  with  severe,  profound  mental  retardation,  and  then  for  chil- 
dren under  6,  kids  who  would  otherwise  be  institutionalized  or  hos- 
pitalized. That  protocol  will  be  standardized,  so  that,  you  will  see 
uniform  across  States.  Within  that,  we  leave  it  to  the  discretion  of 
the  States  to  identify  who  will  be  the  assessor  and  what  the  cri- 
teria will  be  for  the  assessor. 

What  the  bill  requires  is  that  there  be  some  minimum  creden- 
tials or  some  minimum  requirements  for  persons  who  are  doing  the 
assessment. 

Senator  MncuLSKi.  Well,  I  think  people  will  enter  this  system 
through  different  doors.  One  will  be  those  leaving  either  an  acute 
care  facility  or  rehab,  and  hopefully,  there  will  be  discharge  plan- 
ning, which  in  and  of  itself  is  uneven.  Then  there  will  be  someone 
who  will  enter  the  system  where  the  family  is  talking  things  over, 
and  they  are  sajdng,  "You  know,  Pops  is  just  not  himself,  and  we 
all  know  that,  and  we  are  worried  about  him,  and  what  does  it 
take?"  And  one  might  be  either  for  the  eligibility  of  this  benefit  or 
for  an  intermediary  program,  where  they  are  not  eligible,  but  Pops 
himself  might  require  everything  from  hospitalization,  because 
there  might  be  a  brain  tumor,  to  the  fact  that  maybe  there  is  a 
need  for  some  other  type  of  service. 

So  the  question  is,  then,  when  the  family  feels  that  Pops  is  not 
himself,  where  will  they  be  turning?  Will  it  be  to  the  Office  on 
Aging  as  kind  of  a  gateway  to  get  them  into  other  kinds  of  pro- 
grams or  services,  or  get  someone  to  talk  to  the  family? 

Mr.  Torres-Gil.  Well,  I  guess  that  answer  really  is  that  it  all 
depends  on  whom  the  State  ultimately  designates  is  going  to  be  re- 
sponsible for  overseeing  this  plan.  So  it  could  be  that,  it  could  be 
any  other  agency  or  multiplicity  of  agencies. 

I  believe,  Robyn,  we  really  leave  it  up  to  the  States;  we  do  not 
have  an  answer  to  that. 

Senator  MncuLSKi.  Let  us  just  presume,  then,  because  of  the  pro- 
tocol established  by  the  Secretary,  we  then  know  what  the  criteria 
is  to  qualify  for  the  benefit,  and  it  would  be  presumed  that  even 
though  the  person  might  have  one  ADL  and  therefore  not  qualify 
for  the  benefit,  but  sure  needs  something  somewhere,  then  I  pre- 
sume whoever  did  that  evaluation  would  also  do  the  referral. 

Ms.  Stone.  Again,  that  is  not  specified  in  the  language.  I  believe 
that  it  would  probably  happen  in  practice,  as  it  does  now  in  States, 
that  there  will  be  an  mitial  screening,  and  that  it  is  clearly  the  pos- 
sibility that  folks  would  be  referred  to  other  programs. 

Remember,  States  will  continue  to  participate  in  the  Medicaid 
program  and  other  progprams  as  they  (W  today.  They  need  to  show 
in  their  State  plan  how  they  are  going  to  coordinate  those  services 
with  the  services  that  would  be  provided  through  this  new  State 
and  Federal  program.  So  it  is  my  sense  that  there  would  be  oppor- 
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tunity  for  folks  to  get  referred  to  other  types  of  programs  as  well 
as  this  new  program. 

Senator  Mikulski.  As  I  understand  it,  the  plan  only  requires  one 
service.  Is  there  a  reason  why  the  plan  does  not  require  multiple 
services  that  are  needed  by  the  individuals?  I  am  concerned  that 
it  will  be  uneven.  We  do  not  want  a  cookie-cutter  approach,  but  we 
do  not  want  unevenness  across  the  States. 

Ms.  Stone.  We  made  the  decision  after  quite  a  bit  of  consultation 
with  a  number  of  State  programs  that  we  did  not  want  to  specify 
a  minimum  benefit  package  in  the  bill.  What  we  did  feel,  however, 
was  that  it  was  important  that  at  a  minimum,  there  be  available 
in  every  State  personal  assistance  services,  that  is,  personal  care, 
personal  attendant  services,  the  whole  range  of  personal  care  serv- 
ices that  we  feel  most  of  these  severely  disabled  people  would  need. 
That  does  not  mean  that  everyone  would  need  that  or  that  every- 
one who  is  eligible  for  the  program  will  get  those  services,  but  that 
those  services  must  be  available. 

Now,  outside  of  that,  the  only  stipulation  is  that  whatever  menu 
of  services  are  provided,  these  services  must  be  available  to  address 
the  needs  of  every  one  of  the  eligibility  categories  that  is  identified 
in  the  bill,  so  that  we  make  sure  we  have  services  that  will  meet 
the  needs  of  all  of  these  folks. 

But  the  belief  is  that  we  need  a  flexible  system  that  will  allow 
the  States  to  design  these  packages  around  their  particular  popu- 
lations. They  will  vary  from  State  to  State,  and  they  will  vary  in 
terms  of  what  kinds  of  providers  are  available  as  well. 

Senator  Mikulski.  That  is  what  we  were  talking  about,  which 
then  takes  me  to  the  work  force  issues.  And  we  will  be  talking  a 
lot  about  case  management  on  Thursday,  so  I  will  save  a  lot  of  my 
case  management  questions  for  Thursday,  although  truly,  when 
one  reads  the  benefit  package  as  proposed,  case  managenient  is  op- 
tional, not  mandatory,  and  that  is  where  I  think  there  is  a  lot  of 
confusion,  Dr.  Stone,  around  the  implementation  of  the  individual- 
ized plan. 

Let  us  go  to  the  work  force  needs.  It  is  estimated  that  if  this  plan 
passes,  that  over  the  phased-in  period,  you  are  going  to  need  every- 
thing from  skilled  practitioners  from  allied  health  fields,  who  are 
usually  licensed  by  their  States,  whether  it  is  the  physical  thera- 
pist, the  nurse,  the  nurse  practitioner,  ranging  to  the  case  man- 
ager, ranging  to  the  person  who  will  be  doing  personal  care  and 
also  perhaps  the  senior  chore  services. 

What  is  the  thinking  within  the  administration  on  how  to  get  the 
work  force  ready,  because  there  is  not  an  adequate  work  force  now 
to  meet  these  needs,  and  what  are  the  thoughts  underway? 

Mr.  Torres-Gil.  You  are  right.  Senator  Mikulski.  The  bill  does 
not  speak  directly  to  the  work  force  issue,  and  it  is  an  issue  that 
I  think  all  of  us  are  certainly  concerned  with.  If  I  may  just  say  as 
a  preface,  I  think  it  speaks  toward  the  wisdom  of  sorts  of  having 
to  phase  in,  or  our  proposal  to  phase  in  this  long-term  care  pro- 
gram. I  know  that  many  of  us  in  the  disability  and  senior  commu- 
nities, all  things  being  equal,  would  love  to  nave  that  $56  billion 
overnight,  but  it  will  be  phased  in  over  time.  The  first  year,  I  be- 
lieve it  is  $4.5  billion,  so  we  are  at  least  not  putting  all  our  moneys 
in,  and  we  can  learn  from  it. 
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Certainly  one  of  the  issues  we  have  to  address  is  an  extraor- 
dinarily uneven  and  diverse  work  force  and  labor  force,  out  there, 
where  we  do  not  have  the  standards,  the  uniform  training  or  edu- 
cation. We  do  not  really  have  an  initiative  yet  or  a  focus  in  the  De- 
partment of  Health  and  Human  Services  that  cuts  across  the  De- 
partment so  we  can  begin  to  address  that.  That  is  one  of  the  real 
needs  that  we  have  to  do. 

I  am  going  to  be  speaking  with,  and  have  to  a  certain  extent,  the 
Department  of  Labor  and  will  be  meeting  with  Eli  Segal  of  the  Cor- 
poration for  Public  Service  to  in  fact  begin  to  discuss  these  issues. 
We  in  the  Administration  on  Aging  have  already  funded  two 
projects,  model  apprenticeship  programs  for  professional  home  care 
workers  and  training  and  certification  of  entry-level  nurses'  aides, 
but  those  are  just  some  of  the  ad  hoc  projects  that  we  have. 

In  many  ways,  this  is  a  whole  new  frontier  for  all  of  us,  £md  it 
is  going  to  require  a  lot  of  extraordinary  work.  We  do  not  yet  have 
a  strategic  plan  in  this  area,  but  we  know  this  is  going  to  be  one 
of  the  critical  implementation  issues. 

Bill  or  Robyn,  Mary? 

Ms.  Harahan.  I  think  we  do  know  that  it  is  an  extraordinary  op- 
portunity to  provide  jobs  for  people  in  this  country  and  that,  if  his- 
tory is  a  good  teacher,  we  have  certainly  seen  through  the  Medi- 
care program  that  the  labor  force  does  emerge  to  the  extent  that 
there  are  resources  there  to  pay  them. 

I  think  the  challenges  you  have  raised  about  quality  concerns 
and  making  sure  that  we  capitalize  on  the  opportunity  to  help  all 
kinds  of  people  get  jobs  who  might  not  be  in  the  labor  market  now, 
without  sacrificing  quality,  I  think  that  is  the  challenge  you  have 
thrown  out  to  us. 

Mr.  Torres-Gil.  I  might  just  add  that  in  California  alone,  we  are 
faced  with  a  very  unique  and  at  times  disconcerting  situation 
where  many  of  our  home  health  aides,  LPNs,  nurses'  assistants, 
homemaker/chore  workers,  tend  to  be  individuals  who  have  not  had 
the  respect  or  the  compensation,  whether  they  are  immigrants  or 
minorities  or  part-time  workers.  At  the  same  time,  I  know  we  have 
to  address  the  issue  of  professionalism  and  graduate  education. 
Certainly,  some  might  look  to  schools  of  social  work  to  provide 
some  of  these  types  of  training  and  education. 

On  the  other  hand,  I  might  just  say — and  I  will  have  to  say  it 
carefully — that  we  are  not  yet  sure  where  and  what  disciplines,  or 
whether  or  not  social  work  is  prepared  to  address  the  tremendous 
diversity  and  the  unevenness.  And  certainly  we  want  to  address 
carefully  not  to  overprofessionalize  these  types  of  programs  and 
these  types  of  individuals  who  will  be  needed,  because  we  are  going 
to  have  to  have  a  full  array  of  individuals  with  different  levels  of 
skills  if  we  are  going  to  actually  have  the  person  power  to  begin 
to  fill  these  positions. 

Senator  MncuLSKi.  Dr.  Torres-Gil,  you  gave  exactly  the  language 
I  think  we  were  searching  for,  which  is  that  certain  things  do  not 
need  the  overprofessionalization,  which  could  then  end  up  as  a  de- 
terrent. But  another  way  of  dealing  with  that  is  that  entry  level 
at  one  level  could  then  begin  to  move  on  up  in  another. 

Mr.  ToRRES-GiL.  Absolutely. 
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Senator  Mikulski.  And  we  have  a  lot  of  models  that  we  experi- 
mented with  even  20-some  years  ago,  when  Medicaid  and  Medicare 
were  launched,  which  then  takes  me  to  the  strategic  plan. 

Whether  we  have  health  insurance  reform  or  not,  whether  this 
is  part  of  a  benefit  package  or  not,  there  needs  to  be  a  strategic 
plan  around  the  development  of  a  work  force  strategic  plan  because 
the  demography  is  going  to  compel  it.  We  would  hope  that  this  plan 
would  pass,  because  it  is  a  way  of  organizing  it,  ensuring  quality, 
doing  the  goals  that  we  have  talked  about  here  this  morning.  But 
I  truly  would  encourage  you  to  be  developing  a  strategic  plan  now, 
because  regardless  of  what  passes,  the  needs  will  be  there. 

If  I  could  speak  about  our  own  field,  I  absolutely  agree  with  you. 
I  am  very  disappointed,  and  I  say  this  as  one  NASW  social  worker 
to  another,  that  our  schools  of  social  work  are  focused  now  pri- 
marily on  developing  mental  health  practitioners  focused  on  pri- 
vate practice — ^not  that  that  is  not  a  need  in  our  society,  and  I  do 
not  want  to  minimize  that.  But  the  issues  around  case  manage- 
ment could  be  addressed  in  schools  of  social  work  or  actually,  if  not 
the  actual  case  management,  schools  of  social  work,  schools  of 
nursing  and  schools  of  public  health  seem  to  me  to  be  the  three 
sources  where  one  could  develop  an  area  of  expertise,  either  to  be 
actual  case  managers  or  to  supervise  people  who  are  doing  the  case 
management.  And  I  am  sure  we  will  work  that  out,  just  as  you  and 
I  know  you  do  not  need  a  master's  in  social  work  to  do  certain  eligi- 
bility or  oversight,  but  that  master's  in  social  work  enables  some- 
one to  supervise  the  people  who  are  doing  it,  and  that  then  ensures 
the  implementation  of  values  around  confidentiality,  self-deter- 
mination, the  meeting  of  quaHty  and  safety  as  well  as  the  technical 
aspects  of  the  evaluation  of  the  protocol  on  the  ADLs. 

So  I  believe  that,  and  I  beheve  that  there  really  needs  to  be  a 
summit  of  the  deans  of  these  schools  to  ask  what  are  we  doing  and 
where  are  we  heading — ^we  are  5  years  from  the  year  2000,  and  we 
are  acting  out  of  a  paradigm  that  is  of  limited  utility.  That  is  num- 
ber one. 

Then,  number  two,  it  goes  through  the  undergraduate,  it  goes 
through  the  associate  of  arts,  it  goes  through  pernaps  apprentice- 
ship programs  that  we  have  not  talked  about  with  the 
overprofessionalization.  But  I  also  know  that  if  someone  comes  in 
to  deliver  personal  care,  and  they  have  the  idea  also  that  by  doing 
this,  part  of  this  would  count,  or  they  would  be  able  to  move  maybe 
through  an  apprenticeship  program  and  move  to  essentially  what 
we  would  call  an  LPN  status,  and  then  maybe  there,  they  could 
even  eventually  be  moving  up  to  an  A.A-  degree,  and  it  might  take 
them  8  or  12  years — but  where  you  start  is  not  necessarily  where 
you  end  up,  or  where  you  start  is  not  necessarily  where  you  stay; 
you  have  protection,  ^d  of  course,  I  believe  all  work  has  dignity 
and  all  work  has  value. 

But  you  see  what  I  am  talking  about,  which  is  a  strategic  plan 
and  then  a  latticed  network.  You  might  be  an  aide  in  an  adult  day 
care  facility,  which  gives  you  the  experience  to  move  into  some- 
thing else.  And  we  all  know  the  wonderful  experience  of  univer- 
sities without  walls,  that  counted  life  experience,  as  well  as  some 
academic  training,  and  for  our  new,  diverse  population,  this  could 
be  a  cornucopia  of  opportunity  where  everyone,  from  very  talented 
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Ph.D.'s  like  yourself  to  people  with  master's  degrees  like  mvself,  to 
people  who  might  be  merging  into  the  work  force.  If  we  really  have 
our  plan,  which  also  is  one  for  immediate  care,  and  then  also  an 
opportunity  structure  to  be  able  to  move  up  within  that,  I  think  it 
would  be  really  spectacular,  because  the  more  hope  and  energy  you 
have  as  you  ao  your  job,  tne  better  you  are  going  to  do  your  job. 

And  I  am  very  concerned  about  the  way  our  universities  and  so 
on  are  approaching  this. 

Mr.  Torres-Gil.  Senator  Mikulski,  I  will  take  that  as  a  charge 
as  part  of  our  long-term  care  agenda,  which  is  one  of  our  priority 
areas,  and  we  will  ^ve  that  much  more  thought  and  action.  I  think 
you  have  hit  the  nail  on  the  head.  We  need  our  own  strategic  plan. 
It  goes  back  to  your  earlier  point  about  a  home  and  options,  and 
are  we  thinking  things  through  ahead  of  time.  And  we  will  cer- 
tainly be  working  closely  with  the  Office  of  the  Assistant  Secretary 
for  Planning  and  Evaluation  and  my  colleagues  on  this. 

I  might  just  say,  by  the  way,  when  we  funded  a  model  appren- 
ticeship program  for  paraprofessional  home  care  workers,  it  was  to 
do  exactly  that,  to  begin  an  entry  point.  As  a  matter  of  fact,  we 
funded  that  through  the  Maryland  Office  on  Aging,  and  we  will  be 
happy  to  provide  you  with  the  results  of  that  study  if  you  wish.  But 
we  will  certainly  take  that  as  a  charge. 

Senator  MncuLSKl.  I  know  Maryland  has  thought  about  it,  and 
it  has  been  thought  of  in  New  York  and  several  other  States. 

My  last  question  is  this,  and  you  have  spoken  about  it.  As  we  are 
developing  both  a  way  to  implement  the  package,  and  whether  the 
package  is  implemented  enough  for  these  compelling  needs,  what 
are  we  doing  in  the  way  of  coordination  with  VA,  HUD — which 
funds  substantial  housing  for  the  elderly  where  people  are  aging  in 
place — national  service,  and  the  Department  of  Labor? 

Mr,  Torres-Gil.  I  am  going  to  ask  Bill  to  address  the  issue  of 
HUD.  As  a  matter  of  fact,  we  now  have  very  ongoing  discussions 
with  both  DOL  and  HUD  and  the  Veterans'  Administration  to  see 
how  we  are  going  to  be  able  to  connect  with  them  in  terms  of  long- 
term  care.  I  just  met  the  other  day  with  one  of  their  assistant  sec- 
retaries, and  they  certainly  have  a  great  stake  in  the  aging  of  the 
veterans'  population  and  the  extent  of  services  they  already  provide 
in  terms  of  geriatric  health  care.  We  are  going  to  be  doing  the  same 
with  HUD,  and  we  have  already  begun  our  contacts  with  the  De- 
partment of  Labor  because  they  nave  an  important  role  to  play. 

Let  me  ask  Bill  to  address  the  issue  of  housing  and  long-term 
care,  which  is  a  very  critical  one,  and  HUD. 

Mr.  Benson.  Senator  Mikulski,  just  very  briefly,  we  are  at  a  staff 
level  working  to  arrange  a  meeting  between  the  assistant  secretary 
and  Secretary  Henry  Cisneros  to  talk  about  collaborative  efforts  re- 
lated to  housing  and  long-term  care.  In  fact,  we  have  a  meeting  to- 
morrow £iflemoon  with  a  number  of  folks  from  HUD  in  particular 
to  look  at  issues  with  regard  to  promoting  service  coordinators 
through  assisted  housing  mcilities  of  one  kind  or  another,  and  to 
look  at  ways  in  which  we  can  bring  our  network  to  bear  in  provid- 
ing adequate  services  to  folks  who  live  in  assisted  housing  of  one 
kind  or  another  under  HUD's  programs. 

We  are  also  arranging  a  meeting  between  the  assistant  secretary 
and  Eli  Segal,  from  the  National  Corporation  for  Community  Serv- 
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ice,  to  talk  about  collaborative  efforts  through  manv  of  the  pro- 
grams that  they  have  underway  to  try  to  address  work  force  issues 
specifically. 

Ms.  Stone.  If  I  could  just  add  to  that,  the  bill  actually  encour- 
ages the  provision  of  services  in  a  variety  of  residential  care  alter- 
natives, and  we  believe  very  strongly  that  this  is  an  opportunity  to 
really  expand  the  assisted  living  residential  care  alternative  to 
nursing  homes  and  institutionalization. 

Our  office  recently  met  with  HUD  around  a  major  study  that  we 
are  going  to  be  conducting  on  assisted  living,  looking  at  the  quality 
of  care  in  assisted  living,  how  to  measure  it,  how  to  implement  it — 
some  of  the  same  issues,  frankly,  that  we  are  struggling  with  here 
today  around  home  and  community-based  services. 

I  think  we  have  forged  a  very  good  working  relationship  with 
HUD,  and  we  will  contmue  to  do  so.  So  I  think  there  is  clearly  rec- 
ognition at  the  departmental  level  that  we  need  to  marry  services 
and  housing. 

Senator  MncuLSKl.  First  of  all,  I  think  that  is  excellent  because, 
again,  this  legislation  deals  with  people  who  will  have  three  forms 
of  impairment  as  established  by  what  we  call  the  ADL  protocol. 
There  is  another  whole  group  of'^people  who  will  have  two,  another 
group  that  will  have  one,  and  another  group  of  people  where  no  one 
is  quite  sure.  These  services  are  absolutely  critical,  if  delivered  to 
those  people  who  are  pre-one,  one,  and  two — I  hate  to  use  those 
numbers  because  they  soimd  so  impersonal,  but  I  think  you  know 
what  I  am  talking  about. 

We  find,  for  example,  in  HUD  that  there  are  many  people  who 
moved  into  senior  elderly  facilities,  and  those  facilities  might  have 
been  built  18  years  ago,  and  the  first  residents  are  still  there — ^but 
although  they  came  in  at  62,  they  have  aged  in  place.  And  the  serv- 
ices are  not  equipped  to  deal  with  that.  In  fact,  in  my  meeting  with 
the  Leadership  Council  on  Aging,  they  spoke  to  that  as  well  as  the 
Older  Women  s  League. 

We  sent  a  paper  to  you.  Dr.  Torres-Gil,  on  that,  and  we  hope  that 
that  has  also  been  looked  at. 

Mr.  Torres-Gil.  Yes,  I  received  that. 

Senator  Mkulski.  The  whole  role  of  national  service — ^in  Ger- 
many, for  your  edification,  the  sole  work  of  German  national  serv- 
ice is  to  keep  people  in  their  own  homes,  and  it  is  devoted  to  either 
the  elderly  or  people  with  disabilities  of  some  sort  or  another.  It 
is  viewed  not  as  a  substitute  for  paid  professionals  or  a  paid  work 
force,  but  to  amplify,  and  in  some  ways  to  even  amplify  the  non- 
profits. 

An  example  would  be  that,  as  you  know,  Meals-on-Wheels  works 
5  r'.ays  a  week.  It  could  be  that  in  certain  communities,  volunteers 
could  be  used  to  do  a  weekend  Meals-on-Wheels,  which  could  be 
tremendous.  And  then  there  are  many  other  kinds  of  things  that 
I  believe  the  creativity  of  the  volunteer  community,  working  to- 
gether, could  do. 

One  of  the  reasons  I  wanted  you  to  be  an  assistant  secretary 
rather  than  a  commissioner  was  that  you  could  function  hori- 
zontally across  all  the  lines  at  HHS  and  have  parity  within  that, 
and  then  at  the  same  time  also  have  parity  when  you  are  working 
with  these  other  agencies.  I  believe  that  will  happen,  and  I  must 
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say  that  regardless  of  the  outcome  of  the  bill,  although  I  am  opti- 
mistic about  the  outcome  of  the  bill,  we  need  to  be  ready  to  address 
these  areas.  And  I  think  work  force  readiness  and  then  the  coordi- 
nation horizontally  with  these  agencies  are  absolutely  crucial,  and 
we  look  forward  to  further  conversation. 

Mr.  Torres-Gil.  In  closing,  Senator  Mikulski,  I  might  just  add 
that  we  certainly  thank  you  and  remain  appreciative  of  your  sup- 
port for  the  elevation,  and  in  fact,  it  is  doing  what  you  intended, 
in  that  I  can  work  closely  with  my  fellow  colleagues  as  assistant 
secretary  as  well  as  other  Cabinet  officers. 

I  might  add  that  ultimately,  you  all  will  determine  the  fate  of 
health  care  reform,  and  we  do  not  have  a  crystal  ball  on  that,  but 
regardless  of  the  outcome,  we  are  committed  and  we  are  dedicated 
to  moving  forward  on  these  issues  with  or  without  it.  So  it  will  be 
our  agenda  for  the  foreseeable  future  and  the  next  couple  of  years. 
And  we  certainly  thank  you  for  raising  these  issues  and  forcing  us 
to  think  through  some  of  the  other  important  areas  that  may  not 
have  been  addressed. 

Senator  Mikulski.  D*-.  Torres-Gil,  it  is  health  insurance  reform. 
What  we  are  talking  about  here  is  broader.  I  mean,  health  insur- 
ance reform  is  not  health  care  reform. 

Mr.  Torres-Gil.  Right.  Thank  you. 

Senator  Mikulski.  I  think  this  is  very  important.  Just  like  when 
we  talked  about  long-term  care  and  the  pioneering  work  being  done 
by  the  administration — ordinarily,  long-term  care  has  been  synony- 
mous with  nursing  home  reimbursement.  We  are  trying  to  crack 
that  open,  and  I  believe  we  are.  So  health  insurance  reform  hope- 
fully will  get  us  to  health  care  reform,  but  either  way,  we  need  our 
strategic  plans,  our  work  force  readiness,  and  our  interagency  co- 
ordination. 

So  we  thank  you,  and  we  look  forward  to  working  with  you. 

Mr.  Torres-Gil.  Thank  you.  Thank  you,  Robyn,  Mary,  and  Bill. 

Senator  Mikulski.  I  am  going  to  ask  Ms.  Lipner  to  call  up  the 
other  witnesses. 

Ms.  Lipner.  Our  second  panel  includes  Paul  McCarty,  from  the 
Alzheimer's  Association;  Tony  Young,  with  the  Consortium  for  Citi- 
zens with  Disabilities;  and  Joan  Kuriansky,  with  The  Long-Term 
Care  Campaign. 

Senator  Mikulski.  We  want  to  welcome  Paul  McCarty,  from  the 
Alzheimer's  Association,  and  Paul,  we  particularly  thank  you  for 
being  here  today,  not  only  because  of  the  organization  you  rep- 
resent, but  we  understand  that  Mrs.  Clinton  was  addressing  your 
association  today.  It  is  an  organization  I  have  had  the  opportunity 
and  privilege  to  speak  to.  So  we  thank  you  for  being  here  and  know 
it  was  a  bit  of  a  sacrifice  not  to  be  there  with  the  First  Lady. 

Tony  Young  is  representing  the  Consortium  for  Citizens  with 
Disabilities.  Tony  is  someone  we  have  worked  with. 

And  Joan  Kuriansky  is  from  The  Long-Term  Care  Campaign  and 
is  the  executive  director  of  the  Older  Women's  League,  which  was 
so  very  helpful  to  me  in  issues  related  to  housing  affecting  women, 
both  generally  in  my  work  as  a  HUD  appropriator,  and  then  in  the 
great  background  you  gave  us  for  the  "aging  in  place"  issues. 
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We  thank  you  all,  and  we  will  turn  first  to  Mr.  McCarty  for  his 
testimony,  then  Ms.  Kuriansky,  and  then,  Mr.  Young,  we  will  ask 
you  to  be  the  wrap-up  hitter. 

And  it  is  an  all-star  lineup,  speaking  as  an  Orioles  fan. 

STATEMENTS  OF  PAUL  McCARTY,  METHUEN,  MA,  CHAIR,  PUB- 
lAC  POLICY  COMMITTEE,  ALZHEIMER'S  ASSOCIATION;  JOAN 
KURIANSKY,  ON  BEHALF  OF  THE  LONG-TERM  CARE  CAM- 
PAIGN; AND  ANTHONY  J.  YOUNG,  ON  BEHALF  OF  AMERICAN 
REHABILITATION  ASSOCIATION  CONSORTIUM  FOR  CITI- 
ZENS WITH  DISABILITIES,  ACCOMPANIED  BY  DAVID  FIELDS, 
PERSONAL  ASSISTANT 

Mr.  McCarty.  Thank  you  very  much.  Madam  Chair. 

It  has  been  a  thrill  already  today  to  have  Mrs.  Clinton  come  and 
speak  to  us,  and  fi^ankly,  if  I  could  have  just  borrowed  her  speech 
and  brought  it  with  me  to  deliver  here,  I  think  it  would  have  been 
wonderful.  She  said  exactly  the  right  things  that  we  support.  Cer- 
tainly, we  support  the  President's  health  care  reform  provisions, 
particularly  as  they  relate  to  long-term  care. 

I  have  been  associated  with  the  Alzheimer's  Association  for  many 
years,  at  chapter  and  now  national  board  level,  and  I  am  a  great- 
^andson  of  a  womgin  who  had  Alzheimer's  disease  and  was  placed 
m  a  State  mental  hospital,  strapped  to  a  bed  and  died  of  pneu- 
monia within  2  weeks.  There  was  no  other  place  for  her  to  receive 
care,  and  I  think  that  is  what  we  are  really  talking  about  today. 

I  am  going  to  depart,  if  I  may,  from  the  written  testimony;  I 
know  you  have  it.  I  was  very  engaged  by  the  conversation  you  were 
having  with  the  prior  panel,  and  as  a  son  of  Massachusetts,  where 
the  home  care  model  was  begun  in  1974,  in  part  with  my  participa- 
tion, I  would  particularly  like  to  comment  on  that,  if  that  is  accept- 
able to  you. 

Senator  MncuLSKi.  Absolutely,  Mr.  McCarty.  We  will  take  your 
entire  testimony,  and  since  I  am  the  only  one  here  to  give  unani- 
mous consent,  it  will  be  included  in  the  record  in  its  entirety. 

Mr.  McCarty.  OK,  and  if  I  do  miss  some  of  those  items  in  my 
written,  you  will  understand  that  listening  to  Dr.  Gil,  listening  to 
your  questions,  and  actually  seeing  some  colleagues  here  in  the  au- 
dience who  worked  with  me  from  1974  through  about  1980  in  the 
Massachusetts  model,  I  just  feel  provoked  to  make  some  comments, 
and  please  feel  free  to  interrupt  and  ask  me  any  questions. 

Massachusetts  for  the  past  20  years  has  had  a  home  and  commu- 
nity-based program.  It  is  a  single-entry-point,  case  management 
driven  system  that  started  off  on  a  very  modest  basis.  I  wrote  $1 
million  worth  of  home  care  contracts  to  nonprofit  corporations  that 
were  case  management  brokerage  corporations  established  in  27 
districts  or  regions  in  Massachusetts. 

The  hope,  tne  dream  of  that  system  was  indeed  to  create  that 
single  entry  point  that  would  provide  case  managers  who  would  be 
able  to  go  into  the  homes  and  work  intimately  with  consumers  to 
develop  a  flexible  plan  of  care,  and  then  that  care  planning  cor- 
poration, called  Home  Care  Corporation,  would  then  contract  out  to 
providers  to  do  the  service  reflected  in  the  care  plan. 

Senator  MncuLSKi.  That  is  exactly  what  I  am  looking  for. 


35 

Mr.  McCarty.  That  is  why  I  had  to  put  aside  my  written  com- 
ments. 

There  are  problems,  and  I  am  going  to  get  to  those,  and  I  think 
it  is  very  important  that  we  flesh  those  out  as  we  move  ahead. 

Let  me  start  from  an  Alzheimer's  advocate  point  of  view.  One  of 
the  issues  in  the  home  care  system  that  I  have  briefly  described  is 
that  case  managers  are  very  adept  at  working  witn  people  who 
have  frail  knees,  but  not  frail  minds.  It  is  very  easy,  as  you  under- 
stand on  a  personal  level,  that  if  there  is  osteoporosis,  if  there  is 
heart  disease,  if  there  is  a  broken  hip,  if  there  are  those  medical 
conditions  that  are  quantifiable,  qualifiable,  identified  and  histori- 
cally accepted  in  the  medical  model  that  this  Nation  has  built  suc- 
cessfully— possibly  too  successfully — then  there  are  ways  to  address 
it.  But  when  it  comes  to  dementing  illness,  whether  it  is  multi  in- 
farct dementia,  rare  dementias,  all  the  way  through  Alzheimer's, 
representing  60  percent,  the  case  management  system  is  inad- 
equately trained,  generally,  to  identify  means  of  providing  appro- 
priate home  and  community  support.  They  oft^en  historically  were 
tracked  into  nursing  homes — not  always  appropriately. 

There  were  inadequate  means  of  addressing  over  the  many  years 
of  the  Massachusetts  model  ways  of  assisting,  partnering,  bolster- 
ing, supporting  families.  And  this  starts  all  the  way  from  medical 
diagnosis,  which  is  fairly  difficult  with  Alzheimer's  disease.  That, 
of  course,  should  be  in  the  President's  health  care  reform,  part  of 
the  basic  health  care  package. 

Within  the  long-term  care  package,  there  need  to  be  case  man- 
agers who  are  clearly  trained  and  adequately  salaried.  I  come  from 
a  State;  I  also  come  from  this  Nation.  Part  of  my  taxes  go  to  Mas- 
sachusetts, part  of  my  taxes  go  to  the  Federal  Government.  I  would 
suggest  that  we  need  some  national  standards  that  establish  mini- 
mum educational  requirements  for  care  managers  if  this  proposal 
moves  through.  In  Massachusetts  historically,  we  have  underpaid 
our  case  managers.  There  are  many  case  managers  in  Massachu- 
setts who  have  degrees  in  art  history  and  are  unable  to  find  jobs 
in  that  area  and  decide  to  become  case  managers,  frankly,  because 
they  had  grandparents — I  do  not  think  I  have  run  into  too  many 
people  who  do  not  have  grandparents  or  loved  their  grandparents. 

There  is  a  need  for  standards;  from  an  Alzheimer/dementia  point 
of  view,  there  need  to  be  very  specialized  assessment  mechanisms 
that  go  along  with  that,  so  that  those  people  who  need  the  kind  of 
home  and  community-based  care  that  is  supervision 

Senator  MncuLSKl.  Mr.  McCarty,  do  you  want  to  State  what 
those  standards  are? 

Mr.  McCarty.  I  think  you  have  touched  upon  them,  I  think  we 
do  need  a  multiteam  approach.  We  need  to  have  nursing,  we  need 
to  have  social  work,  and  we  need  to  have  community  people  who 
have  been  there  and  understand  how  to  communicate  with  people 
who  have  historically  been  isolated.  I  come  from  an  old  community 
organization  background,  and  social  workers  often,  depending  upon 
what  school  they  go  to,  have  some  CO  background,  and  I  think  that 
is  very  importaint  to  include. 

Presently  in  Massachusetts,  we  have,  generally,  BSWs  or  bach- 
elor's as  case  managers,  some  MSWs  as  supervisors,  but  the  case 
load  runs  well  above  80,  typically  90  to  100.  They  go  out,  and  on 
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a  3-month  basis,  they  do  in-home  assessment  and  on  an  annual 
basis  for  quality  assurance  through  their  brokerage  contracts,  they 
do  an  annual  assessment. 

I  am  an  adult  day  health  care  provider  and  an  Alzheimer's  day 
health  care  provider,  and  on  an  annual  basis,  the  Home  Care  Cor- 
poration sends  in  their  fiscal  department  as  well  as  their  program 
department.  They  survey  families,  clients,  on  an  annual  basis  to 
determine  their  satisfaction,  and  then  in  turn,  they  come  in  to  us 
and  do  an  annual  assessment. 

These  are  very  important  issues  that  I  think  need  to  be  ad- 
dressed as  we  move  forward,  and  with  your  support,  your  very 
strong  advocacy  for  long-term  care  reform,  this  association  wants 
to  thank  you — ^it  is  all  in  the  written  testimony — but  personally, 
you  have  given  us  a  lot  of  inspiration  to  move  anead  and  give  the 
kind  of  support,  and  stand  out  in  front  along  with  The  Long-Term 
Care  Campaign,  which  we  want  to  directly  affiliate  ourselves  with 
and  have  been  a  lead  member  of. 

Thank  you. 

Senator  MncuLSKl.  Thank  you  very  much.  We  are  going  to  come 
back  and  flesh  this  out.  I  have  read  your  testimony.  It  is  excellent. 
And  I  know  my  colleagues  will  also  review  it. 

[The  prepared  statement  of  Mr.  McCarty  follows:] 

Prepared  Statement  of  Paul  McCarty 

Thank  you,  Madam  Chair.  I  am  here  as  Chair  of  the  Public  PoHcy  Committee  of 
the  Alzheimer  's  Association,  representing  the  interests  of  the  4  million  people  who 
have  Alzheimer's  disease  and  tiie  families  who  care  for  them.  As  a  child,  I  saw  my 
great-grandmother  die  of  dementia,  tied  to  her  bed  in  a  state  mental  hospital  be- 
cause there  wtis  no  place  in  the  community  where  she  could  receive  care.  Today, 
I  direct  the  Nevins  Family  of  Services,  a  nonprofit  agency  in  Methuen,  Massachu- 
setts that  provides  community  care  across  generations,  including  day  care  for  older 
women  and  men  who  have  physical  or  cognitive  impairments. 

Before  I  begin  my  statement,  I  want  to  associate  myself  and  the  Alzheimer's  Asso- 
ciation with  the  testimony  of  my  colleagues  on  this  panel.  We  are  coalition  partners 
in  the  nationwide  effort  of  the  60  million  Americans  we  collectively  represent,  joined 
in  the  fight  to  -assure  that  real  long  term  care  is  part  of  health  care  reform. 

I  also  want  to  thank  you,  Senator  Mikulski,  for  your  tireless  advocacy  on  this 
issue — on  Medicaid  spousal  impoverishment  protection,  family  and  medical  leave, 
the  state  Alzheimer  matching  grant  program.  We  are  particularly  grateful  for  your 
leadership  here  in  the  Senate  in  insisting  that  long  term  care  be  a  part  of  health 
care  reform. 

Alzheimer's  Disease— the  Ouintessential  Long  Term  Care  Problem. 

Alzheimer's  disease  is  one  of  the  most  devastating,  most  costly,  and  most  conunon 
long  term  care  illnesses.  It  now  affects  at  least  4  million  Americans,  and  that  num- 
ber grows  every  year  as  our  population  ages.  Every  one  of  these  people  will  eventu- 
ally need  full  time,  round-the-clock  care. 

Senator  Mikulski,  you  know  all  too  well  the  ravages  of  Alzheimer's,  for  the  person 
who  has  the  disease  and  for  the  family  that  loves  and  cares  for  him.  Perversely,  peo- 
ple with  Alzheimer's  may  show  no  obvious  physical  signs  of  disability.  But  they  can- 
not perform  the  basic  activities  of  daily  living  we  all  take  for  granted — dressing, 
going  to  the  toilet,  managing  a  checkbook,  taking  medications — because  they  have 
forgotten  how.  And  because  the  disease  robs  them  not  only  of  memory,  but  judge- 
ment and  reasoning  as  well,  someone  must  be  with  them  all  the  time.  Most  of  the 
time,  that  someone  is  another  member  of  the  family — a  spouse,  a  child  or  grand- 
child, a  sibling  or  a  family  friend.  The  task  of  caregiving  is  emotionally  and  phys- 
ically exhausting,  and  it  just  ^oes  on,  and  on. 

We  hear  over  and  over  agam,  from  families  new  to  the  experience  of  Alzheimer's, 
the  shock  when  they  discover  tiiat  their  insurance  will  not  pay  for  the  health  care 
their  loved  one  needs.  Even  Members  of  Congress  are  stunnea  to  learn  that  Medi- 
care will  not  help  an  elderly  person  if  the  disease  they  get  is  Alzheimer's. 
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That  is  because  our  concept  of  health  care  is  outdated.  It  fails  to  recognize  that 
if  the  health  problem  you  have  is  a  disease  like  Alzheimer's,  the  health  care  you 
need  is  not  provided  in  doctors'  oflices  or  hospitals.  Just  because  what  you  need  is 
care  at  home,  or  in  an  adult  day  care  center,  or  in  assisted  living — care  that  may 
be  provided  by  someone  other  than  a  doctor  or  a  nurse — does  not  make  it  any  less 

We  are  not  talking  about  babysitters  and  housekeepers.  We  are  talking  about  di- 
rect care,  therapeutic  services,  respite,  assistive  devices  and  home  modifications, 
that  help  a  person  with  Alzheimer's  disease  maintain  function  as  long  as  possible, 
avoid  excess  disabilities,  reduce  illness  and  injury  in  family  caregivers,  and  help 
keep  people  out  of  the  setting  they  fear  most — the  nursing  home. 

Home  and  Community  Care— Lessons  from  State  and  Voluntary  Efforts 

Over  the  past  ten  years,  we  have  seen  enormous  development  in  home  and  com- 
munity based  long  term  care.  Tlie  Alzheimer's  Association  has  collaborated  with  the 
Administration  on  Aging,  ACTION,  the  Robert  Wood  Johnson  Foundation,  individ- 
ual providers,  and  most  recently  the  Health  Resources  and  Services  Administration, 
to  develop  models  of  Alzheimer  care  including  adult  day  care,  respite,  and  special- 
ized care  in  residential  settings.  A  growing  number  of  states  are  trj^g  to  stretch 
their  Medicaid  dollars  and  state  funds  to  provide  home  and  community  based  op- 
tions to  nursing  home  care.  Unfortunately,  all  of  these  efforts  are  limited  by  avail- 
able fiinds,  and  by  age  and  income  restrictions  on  eligibility. 

In  Massachusetts,  we  built  a  case  managed  system  of  home  and  community  care, 
with  a  single  point  of  entry  that  identifies  individual  needs  and  responds  to  them 
with  a  flexible  array  of  services.  At  our  day  care  center,  we  have  been  able  to  serve 
hundreds  of  families,  because  state  and  Medicaid  funds  helped  meet  the  cost.  Trag- 
ically, we  have  seen  a  steady  erosion  of  these  programs  as  a  direct  result  of  sky- 
rocketing health  care  costs  which  have  forced  money  out  of  long  term  care.  Over 
12,000  participants  have  been  cut  out  of  our  home  and  community  care  program. 
And  60  percent  of  those  who  once  mi^t  have  been  served  through  the  state's  Home 
Care  Corporations  no  longer  have  access  to  services. 

In  Massachusetts  and  across  the  country,  we  know  what  to  do  and  how  to  do  it. 
We  just  don't  have  a  way  to  pay  for  it. 

The  Cunton  Plan  for  Long  Term  Care 

The  President's  health  care  reform  plan  will  make  an  enormous  difference,  by  fi- 
nally bringing  health  care  costs  under  control,  so  state  and  federal  dollars  will  go 
further,  and  by  providing  major  new  funding  for  home  and  community  long  term 
care.  Finally,  the  states  and  the  federal  government  may  be  able  to  stop  robbing 
Peter  to  pay  Paul,  and  address  all  of  a  family's  health  care  needs — including  long 
term  care. 

The  Alzheimer's  Association  enthusiastically  endorses  the  President's  long  term 
care  proposal.  He  is  starting  in  exactly  the  right  place — with  home  and  community 
care.  Everything  in  my  experience  with  the  Alzheimer's  Association  and  at  Nevins 
tells  me  this  is  exactly  what  families  want  and  need. 

We  know  we  are  at  the  beginning  of  the  legislative  process  and  that  changes  wiU 
be  made.  But  there  are  certain  features  of  the  President's  long  term  care  proposal 
that  the  Alzheimer's  Association  considers  absolutely  essential: 

— First,  it  is  a  program  for  persons  of  all  ages  and  income,  with  protections  for 
lowincome  families  and  cost-sharing  for  those  who  can  afford  to  contribute. 

— Second,  it  includes  specific  eligibility  language  to  assure  coverage  for  persons 
with  cognitive  and  mental  impairments  as  well  as  physical  disabilities. 

— Third,  it  provides  consumer  choice  of  services  and  providers,  and  allows  con- 
sumers (or  their  families  in  the  case  of  a  person  with  Alzheimer's  disease)  to  direct 
those  services. 

— ^Fourth,  it  is  flexible,  so  that  services  can  meet  individual  needs,  rather  than 
a  "one  size  fits  all"  program. 

— Fifth,  it  provides  real  financing  for  the  new  program. 

We  do  have  several  comments  on  issues  that  may  require  particular  attention  by 
the  Committee.  First,  the  President's  proposal  lists  a  broad  array  of  services  that 
may  be  included  in  the  state's  plan — including  services  like  adult  day  care,  respite, 
home  modifications,  and  services  in  community  residential  settings  which  are  very 
important  for  people  with  Alzheimer's  disease.  But  the  only  service  that  must  be 
included  is  personal  assistance,  narrowly  defined. 

We  recommend  the  legislation  require  that  states  make  available  the  entire  array 
of  authorized  services,  so  that  individuals  can  receive  the  specific  services  that  best 
meet  their  own  plan  of  care.  (This  could  be  done,  as  the  Consortium  for  Citizens 
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with  Disabilities  has  suggested,  by  amending  the  President's  plan  to  include  in  Sec- 
tion 2104(c)  aU  of  the  services  listed  in  Section  2104(d).) 

We  do  not  recommend  adding  to  the  list  of  services  specified  in  Section  2104. 
These  are  the  essential  services,  and  the  language  already  provides  authority  for 
states  to  add  to  them  in  individual  cases  where  the  care  plan  calls  for  something 
that  is  not  specificaUy  included. 

Seomd,  the  President's  plan  does  not  require  states  to  participate  in  the  new  pro- 
gram. We  think  the  risk  that  states  would  actually  opt  out  of  the  program  is  rel- 
atively small.  Given  the  favorable  federal  match,  and  the  clear  interest  in  home  emd 
community  care  in  the  states,  we  think  most  states  will  be  knocking  at  the  door. 
But  you  must  provide  some  safety  valve  so  that  if  a  state  does  refuse  to  participate 
in  the  program,  residents  of  that  state  may  still  get  the  services  for  which  federal 
funding  is  available. 

Third,  ther«  must  be  secure  financing  of  this  new  benefit.  We  recognize  that  creat- 
ing a  new  "open-ended  entitlement*  may  not  be  possible  right  now.  But  the  worst 
fiossible  outcome  of  your  current  deliberations  would  be  to  enact  "authorizing"  legis- 
ation  that  turns  out  to  be  an  empty  promise  because  there  is  no  money  to  imple- 
ment the  program. 

Fourth,  while  we  support  national  standards  for  private  long  term  care  insurance, 
we  remind  the  Committee  that  this  is  not  the  answer  to  our  long  term  care  crisis. 
Private  long  term  care  insurance  is  too  expensive  for  most  families — even  its  most 
enthusiastic  proponents  concede  that  at  best  it  could  meet  the  need  of  only  20  per- 
cent of  the  population.  (We  think  those  estimates  are  overly  optimistic.)  Moreover, 
insurers  will  not  issue  a  policy  to  anyone  who  has  any  symptoms  that  suggest  an 
eventual  need  for  long  term  care.  Triese  problems  will  not  be  solved  even  with 
strong  national  standards.  The  realitv  is  that  there  are  very  real  limits  to  how  far 
the  private  sector  can  go  to  insure  this  risk.  The  long  term  care  solution  must  be 
a  puolic  solution,  peiiiaps  with  a  supplementary  role  lor  private  insurance  for  those 
who  have  substantial  assets  to  prot^. 

Needs  Assessments  and  Individual  Care  Plans 

Senator  Mikulski,  you  have  indicated  concern  about  accurate  assessment  of  per- 
sons who  need  long  term  care,  especially  older  Americans.  We  share  that  concern. 
As  you  know,  however,  it  is  crucial  to  distinguish  between  conaprehensive  geriatric 
assessment,  done  for  the  purpose  of  identifying  disease  and  disease  processes  and 
appropriate  treatments,  and  needs  assessment  done  for  the  purpose  of  determining 
an  inmvidual's  eligibility  for  long  term  care  and  designing  an  individual  care  plan. 

Comprehensive  geriatric  assessment  should  be  covered  in  the  basic  health  benefits 
package,  under  Medicare  or  employer  based  private  insurance.  That  must  be  clear, 
to  avoid  any  possibility  ttiat  this  essential  ana  often  costly  medical  service  be  shifted 
onto  the  long  term  care  system. 

It  is  equally  important  to  assure  that  the  tools  developed  for  initial  screening,  as- 
sessment, and  care  planning  for  long  term  care  accurately  capture  cognitive  impair- 
ment and  fairly  measure  the  need  Tor  services,  that  the  tools  be  ones  that  can  be 
administered  accurately  in  the  home  (where  most  people  wUl  be  screened  and  as- 
sessed), that  interdisciplinary  teams  are  available  for  assessment  and  care  planning 
as  needed,  and  that  persons  doing  the  assessment — and  especially  those  developing 
the  plan  of  care — be  adequately  trained  to  understand  cognitive  impairment  and  to 
recognize  the  particular  service  needs  of  those  suffering  such  impairment. 

At  a  minimum.  Section  2106(a)  of  the  Quality  Assurance  section  of  the  President's 
plan  should  be  amended  to  require  that  the  state  specify  the  minimum  competency 
requirements  of  persons  conducting  the  needs  assessment  and  developing  the  plan 
of  care,  and  provide  for  the  training  of  such  persons. 

The  Cost  of  Long  Term  Care 

Everyone  at  this  table  recognizes  Congressional  concern  about  the  cost  of  includ- 
ing long  term  care  in  health  care  reform.  But  you  must  understand  that  we  will  end 
up  spending  even  more  money  if  we  do  nothmg  about  long  term  care,  because  we 
will  force  people  into  the  acute  care  system  who  do  not  need  to  be  there,  or  into 
the  setting  where  we  know  we  will  spend  the  most  money — nursing  homes. 

The  Long  Term  Care  Campaign  has  given  you  examples  of  the  savings  to  be 
achieved  through  home  and  community  oased  long  term  care.  Let  me  make  just 
make  one  additional  point. 

Under  our  current  system,  families  have  two  choices.  They  can  keep  their  loved 
one  at  home,  where  they  have  little  chance  of  getting  help  from  the  system.  Or  they 
can  put  their  loved  one  in  a  nursing  home  and  turn  the  whole  job  over  to  paid 
caregivers — at  enormous  cost  to  the  family  first  and  then,  when  they  have  spent 
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down  to  Medicaid,  to  the  taxpayer.  This  makes  no  sense.  It  is  inhumane,  and  it  is 
unnecessarily  expensive — as  a  recent  study  done  by  the  University  of  California  in 
San  Francisco  makes  clear. 

That  study  measured  the  total  cost  of  care  for  two  groups  of  people  with  Alz- 
heimer's disease — one  group  living  in  nursing  homes,  the  other  living  in  the  commu- 
nity. They  measured  the  actual  costs  of  all  paid  care  and  assigned  a  minimum  wage 
value  to  the  unpaid  care  provided  by  family  and  friends.  They  found  the  total  cost 
of  care  almost  identical  in  the  two  settings — about  $47,000  a  year.  But  there  was 
a  huge  difference.  For  those  living  at  home,  the  cost  of  paid  care  was  $12,572;  the 
rest  was  provided  by  unpaid  caregivers.  In  the  nursing  home,  the  cost  of  paid  care 
was  more  than  $42,000. 

In  other  words,  care  for  a  person  with  Alzheimer's  disease  in  the  community  costs 
three  and  a  half  times  less  than  nursing  home  care,  not  because  people  at  home 
need  less  care,  but  because  families,  with  help,  can  provide  most  oi  that  care.  This 
is  the  long  term  care  public-private  partnership  we  should  be  promoting! 

A  recent  Gallup  Survey  done  for  the  Alzheimer's  Association  showed  that  9  out 
of  10  Americans  of  all  ages  believe  that  health  care  reform  must  include  long  term 
care.  That  finding  is  consistent  with  repeated  polls  showing  that  Americans  are 
much  more  likely  to  support  a  health  care  plan  if  it  includes  the  type  of  home  and 
community  based  long  term  care  the  President  has  proposed. 

Those  findings  are  not  surprising.  Millions  of  American  families  are  already  deal- 
ing with  long  term  care  and  most  believe  they  wUl  at  some  time  in  the  future.  Nine- 
teen million  Americans  have  someone  in  their  family  who  has  Alzheimer's  disease. 
They  understand,  as  you  do  Senator  Mikulski,  that  health  care  reform  will  not  be 
comprehensive,  it  will  not  offer  universal  coverage,  and  it  will  do  almost  nothing  for 
the  people  we  represent,  unless  it  includes  long  term  care. 

Tomorrow,  more  than  500  Alzheimer  advocates  from  every  part  of  the  country  will 
be  on  Capitol  Hill  to  deliver  this  message  to  their  Senators  and  Representatives.  We 
are  absolutely  committed  to  this  cause  and  wUl  work  with  you  in  any  way  we  can 
to  accomplish  our  shared  goals  for  American  families. 

Thank  you  for  holding  this  hearing.  And  thank  you  again  for  your  strong  out- 
spoken support  on  this  central  issue  in  the  health  care  debate. 

Senator  Mlkulski,  Ms.  Kuriansky,  please  go  ahead  and  share 
with  us  your  thoughts.  Now,  which  hat  are  you  wearing — the  Older 
Women's  League,  or  are  you  wearing  your  Long-Term  Care  Cam- 
paign hat? 

Ms.  Kuriansky.  I  could  wear  any  number  of  hats,  but  I  am  wear- 
ing the  hat  of  The  Long-Term  Care  Campaign  by  and  large,  and 
I  think  the  principles  of  The  Long-Term  Care  Campaign  are  also 
reflected  in  the  principles  of  the  Older  Women's  League  on  long- 
term  care,  as  well  as  the  Campaign  for  Women's  Health,  of  which 
I  am  the  convener. 

The  Long-Term  Care  Campaign  is  a  coalition — and  I  think  you 
are  familiar  with  it.  Senator  Mikulski — of  137  organizations,  in- 
cluding religious  groups,  women's  groups,  the  young,  and  the  dis- 
abled, and  we  have  come  together  to  make  sure  that  long-term  care 
is  significEintly  addressed  in  health  care  reform  and  to  raise  peo- 
ple's consciousness  about  long-term  care. 

So  much  of  my  testimonv  is  testimony  that  you  have  given  on 
long-term  care,  and  I  am  reluctant  to  repeat  it.  We  all  know  so  well 
that  this  is  a  women's  issue  as  well  as  a  family  issue;  that 
caregivers  by  and  large  are  women,  whether  we  are  caregivers  for 
the  young  or  the  old,  that  we  are  struggling  ourselves  when  we 
offer  that  care;  that  currently,  the  majority  of  care  is  done  at  the 
home,  by  unpaid  family  caregivers. 

I  was  struck,  however,  by  the  discussion  which  we  had  about  the 
work  force,  and  I  feel  compelled  to  note  that  when  it  comes  to  nurs- 
ing home  aides,  home  health  aides,  chore  workers,  who  are  they, 
again,  but  by  and  large,  midlife  and  older  women,  often  working  at 
minimum  wage,  without  benefits,  without  training.  As  we  explore 
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the  dynamics  of  the  work  force,  we  must  not  forget  these  midlife 
and  older  women  in  that  process. 

We  at  The  Long-Term  Care  Campaign  have  looked  very  carefully 
at  a  variety  of  healUi  care  plans  to  see  how  they  meet  our  stand- 
ards. We  recently  issued  a  report  card,  looking  at  some  of  the 
plans,  and  we  asked  a  few  questions,  which  are  really  the  hallmark 
of  how  we  are  evaluating  whether  current  health  care  or  health 
care  insurance  reform  proposals  meet  the  needs  of  long-term  care. 
Those  questions  include  whether  or  not  the  plan  includes  a  signifi- 
cant new  long-term  care  benefit,  whether  the  benefit  emphasizes 
home  and  community-based  care,  whether  it  will  be  available  for 
all  ages,  incomes,  and  types  of  disabilities,  and  will  it  provide  real 
consumer  choice. 

As  we  try  to  answer  those  questions,  we  see  that  the  President's 
proposal  makes  a  giant  step  forward  in  all  of  those  areas.  We  are 
delighted  that  there  is  an  emphasis  on  home  and  community-based 
care,  that  there  is  an  emphasis  on  consumer  choice — I  think  the 
questions  of  quality  assurance  and  case  management  are  key  here. 
We  want  to  make  sure  that  the  family  members  are  part  of  the 
equation  in  developing  the  case  management  process.  We  are  de- 
lighted that  this  is  a  plan  that  affects  all  ages.  How  oflen  people 
forget  that  long-term  care  is  not  just  an  elderly  issue,  and  it  is  not 
just  an  elderly  issue  from  the  perspective  of  who  needs  the  care, 
but  who  gets  the  care. 

We  will  hear  from  some  of  our  colleagues,  but  I  just  want  to  em- 
phasize that  over  45  percent  of  people  who  use  long-term  care  are 
under  the  age  of  65. 

We  are  also  pleased  that  this  plan  is  based  on  the  social  insur- 
ance model.  We  think  it  is  important  that  the  costs  be  shared 
among  the  community.  All  family  members  end  up  having  to  pay 
for  long-term  care,  and  we  believe  it  is  unfair  to  limit  this  program 
to  just  those  in  the  most  need,  or  to  pay  for  it  by  a  very  limited 
mechanism. 

We  know,  too,  that  there  are  many  who  say  long-term  care  is  just 
too  expensive,  and  to  them  we  say  the  cost  of  doing  nothing  is 
much  higher.  We  can  now  look  at  some  of  the  examples  of  cost  sav- 
ings to  determine  that  in  fact,  if  we  do  not  do  something,  the  demo- 
graphics are  going  to  overwhelm  us. 

We  have  some  State  examples.  For  instance,  in  Wisconsin,  which 
is  a  State  that  has  put  a  large  emphasis  on  home  and  community- 
based  services  in  its  community  options  program,  they  were  able  to 
cut  down  the  use  of  nursing  home  beds  and  Medicaid  by  19  per- 
cent, while  the  coimtry  as  a  whole  was  experiencing  an  increase  of 
about  24  percent.  And  according  to  the  National  Institute  on  Medi- 
cine, we  know  that  dela)dng  admissions  to  nursing  homes  by  just 
1  month  would  save  $3  billion.  I  think  the  Wisconsin  example  gives 
us  some  credence  for  saying  we  must  move  forward  to  reduce  the 
cost  of  nursing  homes  through  making  programs  available  in  the 
home  and  in  the  community. 

Another  program  in  Rochester,  NY,  the  Independent  Living  for 
Seniors  Program,  which  utilizes  adult  day  care  services  quite  ex- 
tensively, found  that  they  were  able  to  cut  hospital  utilization  by 
half 
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So  these  are  indications  to  us  that  the  kind  of  plan  that  the 
President  proposes  will  in  the  long  run  be  cost-saving  for  all  of  us. 

We  believe  the  time  to  act  is  now.  Public  opinion  polls  show  us 
that  long-term  care  is  very  important  to  AmericEins.  January's  sur- 
vey of  about  1,700  adults  found  that  48  percent,  almost  50  percent, 
would  be  more  likely  to  support  a  health  care  reform  plan  if  it  in- 
cluded long-term  care,  defined  as  home  and  community-based  care. 
Forty-three  percent  would  be  much  less  likely  to  support  a  proposal 
that  does  not  include  long-term  care  coverage. 

I  think  we  have  to  heed  the  voices  of  people— women,  men,  and 
kids — ^who  are  living  day  in  and  day  out  with  long-term  care  needs 
and  begin  to  address  these,  not  as  a  separate  issue,  but  as  an  in- 
trinsic part  of  health  care  reform.  And  I  know  with  you,  Senator 
Mikulski,  at  the  helm,  that  is  more  a  likelihood.  So  thank  you  very 
much. 

Senator  MiKULSKl.  Thank  you. 

[The  prepared  statement  of  Ms.  Kuriansky  follows:] 

Prepared  Statement  of  Joan  Kuriansky 

Thank  you,  Madam  Chair.  I  am  here  as  a  member  of  the  Board  of  Directors  of 
The  Long  Term  Care  Campaign,  a  coalition  of  137  national  oi^ganizations  dedicated 
to  enacting  comprehensive  legislation  to  protect  American  families  against  the  dev- 
astating costs  01  long  term  care. 

The  Campaign's  cooperating  organizations  reflect  a  diverse  conmiunity:  religious 
denominations,  business,  organized  labor,  nurses,  veterans,  women,  the  elderly,  ra- 
cied  and  ethnic  groups.people  with  disabilities,  youth,  consumer  and  grassroots  ad- 
vocacy organizations.  Their  combined  memberships  include  more  than  60  million 
Americans. 

The  Campaign  emerged  in  1987  in  response  to  the  tremendous  outpouring  by 
American  famines  who  are  struggling  with  the  emotional  and  financial  stresses  of 
long  term  care.  The  Campaign  provides  an  opportunity  for  families  to  express  these 
concerns  to  their  elected  representatives  and  to  press  for  a  comprehensive,  national 
solution. 

I  am  also  the  Executive  Director  of  the  Older  Women's  League,  which  founded 
and  sponsors  the  Campaign  for  Women's  Health.  Both  of  these  organizations  are  ac- 
tively involved  in  the  eflbrt  to  win  long  term  care  protection  for  all  Americans. 

Long  Term  Care— A  Family  Issue 

Long  term  care  is  not  just  an  aging  issue.  It  is  a  family  issue.  It  is  a  family  issue 
because  it  affects  people  of  aU  ages.  One-third  of  all  people  who  need  long  term  care 
are  children  and  an  younger  adults  under  the  age  of  65. 

Long  term  care  is  a  family  issue  because  it  is  families  who  provide  the  care.  84 
percent  of  the  people  who  use  lon^  term  services  and  supports  live  at  home.  At  least 
7  million  Americans  are  involved  m  caring  for  a  parent  at  any  given  time. 

Long  term  care  is  particularly  an  issue  for  women  in  the  family.  The  majority  of 
caregivers  are  women,  usually  daughters  and  daughters-in-law.  Many  women  are 
cau^t  between  caring  for  aging  parents  and  nurturing  young  children — one  in  five 
women  has  a  parent  living  in  her  home  and  more  than  twenty-five  jjercent  of  those 
women  have  cnUdren  in  uieir  homes  under  the  age  of  18.  In  fact,  women  who  are 
now  in  the  mid-lives  can  expect  to  spend  more  time  caring  for  their  parents,  than 
they  have  for  their  children. 

That  caregiving  responsibility  endangers  women's  future  economic  security.  Time 
away  from  the  joo  to  care  for  a  family  member  with  a  disability  or  chronic  illness 
(the  average  is  11  years  out  of  the  paid  labor  force)  is  reflected  in  lower  wages, 
lower  Soci^  Security  benefits,  and  himer  health  costs. 

Long  term  care  is  another  kind  of  issue  for  aging  women  in  the  family.  Thirty- 
five  percent  of  women  who  are  Caregivers  are  over  the  age  of  65  and  10  percent 
are  over  75.  Women  tend  to  marry  older  men  and  have  a  long  life  span  by  an  aver- 
age of  7  years,  so  the  majority  of  those  who  need  care  are  women.  Women  make 
up  three-fourths  of  all  nursing  home  residents  65  years  or  older.  The  typical  nursing 
home  resident  is  an  85  year-old  woman  who  enters  the  nursing  home  because  she 
lives  alone  or  no  caregiver  is  available. 
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Long  term  care  is  a  family  issue  because  it  is  currently  families  who  are  paying 
out  of-pocket  for  that  care  and  their  paying  in  a  very  inequitable  way.  The  only  help 
available  to  families  under  our  current  system  demands  that  they  spend  down  to 
the  federal  poverty  level  to  be  eligible,  and  then  for  the  most  part  it  only  provides 
help  in  paying  for  institutional  care. 

Long  term  care  is  a  family  issue  because  regardless  of  the  age  of  the  person  who 
needs  care,  every  person  in  the  family— parent,  spouse,  sibling,  child,  grandchild, 
even  great-grandchild — ^is  affected.  j  j.     vi- 

We  have  a  health  care  system  now  that  discriminates  by  disease  and  disability. 
If  you  have  a  heart  attack  and  need  surgery,  or  if  you  have  cancer  and  need  chemo- 
therapy, the  system  recognizes  your  health  care  needs  and  insures  them.  But  if  you 
get  Alzheimers  Disease,  if  your  child  has  cerebral  palsy,  if  you  suffer  a  spinal  cord 
iiyuiy,  the  system  ignores  you  because  of  the  type  of  health  care  you  need  is  long 

This  makes  no  sense  as  family  policy.  It  makes  no  sense  as  health  policy.  And 
it  makes  no  sense  as  fiscal  policy. 

The  President's  Proposal 

The  Long  Term  Care  Campaign  believes  that  the  President's  plan  is  a  substantial 
step  forward.  The  plan  emphasizes  the  importance  of  helping  individuals  and  fanii- 
lies  choose  appropriate  services  at  home  and  in  the  conununity  without  diminishing 
the  services  currently  available  in  nursing  homes  and  other  settings. 

We  are  also  pleased  with  the  approach  in  the  President's  proposal  because  it  will 
help  people  of  all  ages:  not  only  those  caring  for  aging  parents.  The  new  personal 
assistance  services  benefit  will  make  a  major  diflerence  in  the  ability  of  people  of 
all  ages  with  severe  disabilities  and  chronic  illness  to  remain  in  the  community, 
take,  jobs,  and  maintain  their  independence. 

The  Cosrr  of  Long  Term  Care 

We  understand  Congressional  concern  about  the  cost  of  the  long  term  care  benefit 
the  President  has  proposed.  But  the  cost  of  doing  nothing  will  be  much  higher.  The 
reality  is  that  those  families  who  are  faced  with  a  long  term  care  dilemma  are  now 
bearing  all  of  this  cost  on  their  own.  And  those  costs  are  substantial— the  physical 
and  emotional  costs  to  the  family  caregiver  and  the  financial  cost  of  paying  for  care. 
All  to  often,  it  is  the  absence  of  help  at  home  that  drives  people  with  disabilities 
into  institutions,  and  brings  on  health  crises,  in  the  caregiver  as  well  as  the  person 
receiving  the  care,  that  might  have  been  avoided  with  appropriate  and  timely  long 
term  care. 

There  is  mounting  evidence  that  the  kind  of  long  term  care  expenditures  the 
President  is  proposing  will  yield  real  savings,  in  nursing  home  costs  and  in  avoid- 
able hospital  expenditures.  For  example:  . 

— In  Wisconsin,  a  leader  in  providing  home  and  community  services  through  its 
community  options  program,  Medicaid  nursing  home  bed  use  went  down  by  19  per- 
cent, at  the  same  time  bed  use  was  rising  24  percent  nationally. 

—In  the  Independent  Living  for  Seniors  program  in  Rochester,  NY,  use  of  adult 
day  care  has  cut  hospital  utilization  by  participants  in  half. 

— ^Nearly  half  of  hospital  emergency  room  physicians  report  an  increasing  number 
of  elderly  persons  left  in  emergency  rooms,  not  because  they  need  medical  treat- 
ment, but  because  there  families  are  exhausted  and  there  is  no  where  else  for  them 
to  go. 

—According  to  the  National  Institute  of  Medicine,  delaying  admissions  to  nursmg 
homes  by  just  one  month  would  save  three  billion  dollars  a  year.  Wisconsin  proves 
this  is  an  achievable  goal. 

— Studies  have  shown  that  about  25  percent  of  caregivers  experience  health  prob- 
lems. More  than  50  percent  of  caregiving  women  surveyed  experienced  depression, 
anxiety,  exhaustion,  and  feelings  of  helplessness  from  a  lack  of  respite.  This  problem 
is  compounded  by  the  fact  that  many  caregivers  themselves  lack  health  insurance 
to  help  pay  for  the  treatment  of  injuries  ana  illness. 

The  public  supports  health  reform  that  includes  long  term  care.  National  polls 
completed  in  1993,  like  those  taken  in  previous  years,  showed  strong  public  support 
for  long  term  c«ire  coverage  to  be  part  of  any  national  health  care  reform.  A  January 
1994  survey  of  1775  adult  Americans  found  that:  48  percent  would  be  more  likely 
to  support  a  health  care  reform  proposal  that  included  coverage  for  home  and  com- 
munity care,  and  43  percent  would  be  much  less  likely  to  support  a  proposal  that 
does  not  include  long  term  care  coverage. 

The  Long  Term  Care  Campaign  firmly  believes  that  long  term  care  must  be  part 
of  any  attempt  to  reform  our  national  health  care  system.  Health  care  reform  with- 
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out  long  term  care  is  not  real  reform.  We  thank  you,.  Senator  Mikulski,  for  your 
leadership  and  personal  understanding  of  this  issue.  Thank  you  for  holding  this 
hearing  today. 

Senator  Mikulski.  Mr.  Young,  representing  the  Consortium  for 
Citizens  with  Disabilities  for  long-term  care  services,  which  I  know 
has  an  extensive  membership, 

Mr.  Young.  Thank  you.  Senator. 

I  have  several  points  to  make  this  morning,  but  the  one  over- 
riding message  that  I  want  to  convey  to  you  is  this.  Health  care 
reform  that  does  not  include  provisions  to  address  the  urgent  need 
for  long-term  services  is  not  real  reform.  It  is  critical  that  reform 
proposals  address  both  the  acute  and  long-term  care  needs  of 
Americans  with  disabilities  of  all  ages. 

I  can  tell  you  from  personal  experience  that  effective  long-term 
services  can  have  a  profound  effect  on  a  person's  life.  As  an  individ- 
ual who  is  a  C-4  quadriplegic,  require  assistance  with  many  activi- 
ties in  my  life,  including  bathing,  dressing,  eating,  toileting,  trans- 
ferring, and  other  tasks. 

Before  I  was  able  to  arrange  personal  assistance,  I  spent  much 
of  time  watching  television  and  sleeping.  There  were  many  days 
when  I  never  got  out  of  bed  because  my  family  did  not  have  the 
energy  to  help  me,  both  in  the  mornings  and  evenings,  after  work- 
ing all  day. 

With  personal  assistance,  I  have  been  able  to  complete  a  degree 
in  business  administration  and  to  work  in  a  series  of  jobs  that  have 
developed  into  a  satisfying  career. 

The  lack  of  effective  long-term  services  frustrates  the  efforts  of 
individuals  with  disabilities 

Senator  Mikulski,  Excuse  me,  Mr.  Young.  I  do  not  want  to  de- 
rail your  thinking,  but  is  your  personal  assistant  accompanying  you 
today? 

Mr.  Young.  Yes,  ma'am. 

Senator  Mikulski.  Would  you  introduce  him? 

Mr.  Young.  David  Fields,  my  personal  assistant — one  of  my  per- 
sonal assistants. 

Senator  MiKULSKl.  How  do  vou  do,  Mr.  Fields?  This  is  exactly 
what  we  are  talking  about,  and  we  might  even  be  asking  you  some 
questions,  sir.  Why  don't  you  come  on  up  and  sit  next  to  Mr, 
Young?  We  are  happy  to  have  you  with  us  today,  and  this  is  how 
we  are  going  to  get  to  the  heart  of  the  matter, 

Gro  right  aiieaa. 

Mr.  YOUNG,  Thank  you. 

The  lack  of  effective  long-term  services  frustrates  the  efforts  of 
individuals  with  disabilities  to  live  in  the  community,  receive  edu- 
cation and  training,  work,  and  do  all  the  other  things  that  make 
one  a  participating  member  of  society. 

Also,  an  effective  long-term  services  program  would  assist  provid- 
ers of  residential,  vocational,  habilitation,  rehabilitation  and  medi- 
cal services  to  enable  people  with  disabilities  to  achieve  their  cho- 
sen goals. 

There  are  many  strengths  to  the  President's  proposal.  First,  the 
eligibility  criteria  do  not  exclude  people  by  category  such  as  age, 
disability,  or  income.  Second,  the  proposal  maximizes  the 
empowerment  of  people  with  disabilities  by  infusing  consumer  con- 
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trol  into  all  levels  of  the  long-term  services  system.  And  the  tax 
credits  for  working  individuals  with  physical  disabilities  will  mean 
the  difference  for  many  physically  disabled  people  that  will  enable 
them  to  work. 

However,  there  are  a  number  of  refinements  to  the  Clinton  pro- 
posal that  CCD  would  like  to  suggest.  First,  the  severity  require- 
ments for  eligibility  will  not  cover  many  people  with  significant 
cognitive  or  mental  disabilities. 

Second,  States  must  be  required  to  show  assurances  that  all 
needs  of  eligible  individuals  with  varying  disabilities  can  be  met 
within  the  State  plan. 

Third,  there  must  be  a  cap  for  low  and  middle-income  families 
on  long-term  service  out-of-pocket  costs  similar  to  those  placed  on 
out-of-pocket  costs  for  acute  care. 

Fourth,  there  are  improvements  to  the  Medicaid  long-term  care 
program  that  should  be  made  in  order  for  it  to  work  well  with  the 
new  home  and  community-based  programs. 

Finally,  the  tax  credits  for  working  individuals  with  physical  dis- 
abilities should  be  expanded  to  include  workers  with  cognitive  and 
mental  disabilities. 

CCD  has  included  draft  language  addressing  these  refinements 
in  our  written  testimony. 

The  CCD  would  also  like  to  address  several  issues  of  special  con- 
cern to  the  Subcommittee  on  Aging.  Quality  assurance  is  one  of  the 
most  important  and  yet  problematic  elements  of  health  care  re- 
form. The  critical  challenge  is  to  balance  the  needs  for  individual 
safety  and  services,  as  well  as  the  need  for  safeguarding  taxpayer 
dollars  against  the  expense  and  inflexibility  inherent  in  those  qual- 
ity assurance  models. 

Historically,  quality  assurance  systems  have  been  designed  for 
the  worst  case  scenario,  usually  in  response  to  adverse  publicity 
concerning  isolated  instances  of  fi-aud  or  abuse.  This  has  led  to  sys- 
tems of  quality  assurance  that  are  extremely  costly  and  restrictive 
but  that  have  not  been  shown  to  be  effective  in  reducing  the  prob- 
lems they  were  designed  to  solve. 

These  burdensome  systems  draw  scarce  resources  away  from 
service  delivery  and  channel  them  into  paper  reviews  of  programs. 
It  also  frustrates  efforts  to  bring  consumer  choice  and  consumer 
empowerment  into  long-term  service  systems. 

The  appropriate  and  accurate  assessment  of  needs  is  the  founda- 
tion of  any  long-term  services  system.  It  is  critical  that  consumers 
and  their  families  and  advocates  be  empowered  to  play  a  central 
role  in  this  process.  Additionally,  assessments  must  be  tailored  to 
the  individual  and  based  on  individual  and  family  needs  and  capac- 
ities. 

While  there  are  times  when  comprehensive  medical,  social  and 
other  assessments  should  be  conducted,  there  is  no  documented 
evidence  suggesting  that  requiring  all  consumers  to  undergo  such 
a  rigorous  examination  improves  the  quality  of  services  delivered. 
Rather,  it  diverts  money  into  unnecessary  assessments  that  could 
be  better  used  for  service  delivery. 

A  national  long-term  services  system  must  empower  people  to 
live  self-determined  lives  by  choosing  from  among  acceptable  op- 
tions. One  of  those  options  should  be  how  much  involvement  one 
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has  in  the  management  of  one's  long-term  services.  Some  individ- 
uals will  want  to  manage  all  aspects  of  their  long-term  services. 
Others  will  likely  opt  to  control  some  aspects,  while  delegating 
other  activities  to  another  component  of  the  system  such  as  an 
agency  or  an  advocate.  Indeed,  many  people  who  work  or  attend 
school  full-time  will  not  have  enough  hours  in  the  day  to  operate 
what  amounts  to  a  small  business  of  employing  personal  assistants 
in  addition  to  their  regular  activities. 

We  must  recognize,  too,  that  some  consumers  of  long-term  serv- 
ices will  not  have  the  cognitive  abilities  to  fully  manage  all  aspects 
of  their  system.  We  must  have  a  mechanism  that  allows  them  the 
maximum  participation  possible  in  planning,  managing,  and  evalu- 
ating their  long-term  supports. 

There  is  a  small  yet  growing  number  of  State  programs  deliver- 
ing long-term  services  such  as  those  proposed  in  the  Health  Secu- 
rity Act.  It  will  be  important  for  the  new  system  to  build  on  the 
knowledge  that  has  been  gleaned  through  15  or  more  years  of  expe- 
rience. The  oldest  such  program  is  the  in-home  support  services 
system  in  California.  Other  programs  include  the  Texas  client-man- 
aged attendant  services  program,  the  Massachusetts  personal  care 
assistance  program,  the  New  Jersey  personal  assistance  services 
program,  and  the  Virginia  personal  assistance  services  program. 
These  last  four  programs  are  described  in  our  written  testimony. 

Health  care  reform  that  does  not  feature  universal  coverage 
without  pre-existing  conditions  and  not  including  long-term  serv- 
ices, assistive  technology,  prescription  drugs,  and  mental  health 
services  is  not  real  reform.  CCD  looks  forward  to  working  with  the 
Congress  to  obtain  real  health  care  for  all. 

Thank  you  for  this  opportunity  to  testify.  I  will  be  happy  to  an- 
swer any  questions  you  might  have. 

[The  prepared  statement  of  Mr.  Young  follows:] 

Prepared  STATEME^fT  of  Anthony  J.  "Tony"  Young 

On  behalf  of  the  American  Rehabilitation  Association,  The  Arc,  and  the  United 
Cerebral  Palsy  Associations,  Inc. 

(Due  to  time  constraints,  this  is  only  a  partial  list  of  supporting  organizations. 
The  complete  list  wiU  be  submitted.) 

Good  Morning,  Mr.  Chairman.  I  am  Tony  Young,  Director  of  Residential  and  Com- 
munity Support  Services  at  the  American  Rehabilitation  Association,  formerly  the 
National  Association  of  Rehabilitation  Facilities.  I  appreciate  this  opportunity  to  ap- 
pear before  you  today  as  a  consumer  of  long  term  services  and  professionally  on  be- 
half of  the  American  Rehabilitation  Association  and  the  Consortium  for  Citizens 
with  Disabilities  (CCD).  The  American  Rehabilitation  Association  is  the  largest  na- 
tional trade  association  representing  providers  of  medical,  vocational,  and  residen- 
tial rehabilitation  services  to  individuals  with  disabilities. 

CCD  is  a  working  coalition  of  over  100  national  consumer,  advocacy,  provider,  and 
professional  organizations  which  advocate  on  behalf  of  people  of  all  ages  with  phys- 
ical, mental,  and  sensory  disabilities  and  their  families.  Since  1973,  CCD  has  advo- 
cated for  federal  legislation,  regulations,  and  funding  to  benefit  people  with  disabil- 
ities. My  testimony  today  is  presented  on  behalf  of  the  undersigned  members  of  the 
CCD  Task  Force  on  Long  Term  Services  and  Supports. 

As  an  individual  with  quadriplegia  at  the  C-4  level  I  require  assistance  with  many 
activities  in  my  life,  including  assistance  with  bathing,  dressing,  eating,  transfer- 
ring, travel,  shopping,  laundry,  housekeeping,  and  taking  medications.  These  serv- 
ices form  the  foundation  onto  which  I  build  my  life  of  work  and  leisure. 

These  are  critical  services  for  me  and  for  many  other  people  with  severe  physical 
disabilities.  However,  in  designing  a  national  long  term  services  program.  Congress 
must  keep  in  mind  that  the  causes  and  consequences  of  chronic  disabilities  are  High- 
ly varied  and  require  significantly  different  responses  on  the  part  of  the  service  de- 
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livery  system,  depending  on  the  nature  and  extent  of  the  individual's  disabling  con- 
dition as  well  as  the  surrounding  circumstances  of  his  or  her  life.  An  infant  with 
complex  medical  needs  in  combination  with  severe  cognitive  disabilities  will  require 
a  much  different  constellation  of  services  and  supports  than  someone  with  needs 
similar  to  mine.  Likewise,  a  young  adult  with  severe  and  persistent  mental  illness 
needs  access  to  an  array  of  continuing  and  intermittent  suppwrts  that  would  be  in- 
appropriate in  the  case  of  an  elderly  individual  who  no  longer  is  able  to  perform 
basic  functions  of  daily  living.  Formulating  an  effective  national  long  term  service 
policy,  therefore,  must  begin  with  an  appreciation  of  the  diversity  of  needs  rep- 
resented among  the  millions  of  Americans  with  severe  disabilities  and  proceed  to 
the  creation  of  financing  mechanisms  and  service  delivery  strategies  that  fiiUy  ac- 
commodate these  differences. 

PERSONAL  SITUATION  AND  SYSTEMS  ISSUES 

All  of  my  personal  needs  are  not  met  by  the  current  service  system.  While  there 
are  some  services  and  supports  available,  the  major  funding  source — Medicaid — is 
not  available  to  me  unless  I  impoverish  myself.  Many  states  severely  limit  the  dura- 
tion and  scope  of  personal  care  that  their  Medicaid  programs  wUl  purchase.  Fur- 
thermore, even  if  a  state  has  a  Medicaid  home  and  community-based  waiver  pro- 
fram,  it  may  be  targeted  to  elderly  individuals  or  to  people  with  specific  types  of 
isabilities  and  not  available  to  individuals  with  other  disabling  conditions.  After  I 
became  disabled,  I  became  eligible  for  Medicare  after  two  years  but  Medicare  does 
not  cover  any  ongoing  personal  assistance  or  rehabilitation.  These  gaps  must  be 
filled. 

It  is  fair  to  say  that  personal  assistance  services  have  not  simply  influenced  my 
lifestyle;  they  have  enabled  me  to  have  a  lifestyle.  Without  the  education,  employ- 
ment, mobility,  and  freedom  of  choice  that  personal  assistance  services  have  brought 
to  my  Ufe,  I  would  have  a  bleak  existence  and  an  even  bleaker  future.  Consider  the 
differences  with  and  without  personal  assistance  services. 

Without  personal  assistance  services  I  spent  the  majority  of  my  time  watching  tel- 
evision ana  sleeping.  I  watched  television  because  it  was  my  only  companion,  as  I 
was  unable  to  get  out  to  see  friends  and  meet  new  people.  I  slept  to  escape  the  bore- 
dom of  watdiing  television.  There  were  many,  many  days  when  I  never  got  out  of 
bed  because  my  family  did  not  have  the  time  or  the  energy  to  help  me  in  both  the 
mornings  and  the  evenings,  especially  after  working  all  day. 

The  days  when  I  did  get  up  were  short  days,  partly  because  I  had  to  do  so  be- 
tween family  members'  work  schedules,  and  partly  because  I  didn't  get  up  enough 
to  build  up  my  endurance.  Even  though  I  never  worried  about  getting  food,  drink 
and  medications,  there  wasn't  much  more  to  my  life  than  eatmg,  sleeping,  and 
watching  television. 

With  personal  assistance  services  I  have  been  able  to  complete  a  degree  in  busi- 
ness administration  and  to  work  in  a  series  of  jobs  which  have  developed  into  a  sat- 
isfying career.  I  manage  to  pursue  an  active  social  and  advocacy  life,  and  I  have 
a  reasonable  expectation  that  these  activities  will  continue.  I  find  myself  thinking 
of  the  future  in  terms  of  the  next  few  years  instead  of  the  next  few  days.  I  find 
myself  now  living  in  a  world  of  potential  rather  than  a  world  of  despondency.  There 
is  the  potential  of  a  home  of  my  own,  and  a  family  of  my  own. 

This  is  not  to  say  there  are  not  problems  with  my  personal  assistance  arrange- 
ments. The  current  system  of  long  term  services  does  virtually  nothing  for  me.  I  am 
not  eligible  for  any  subsidies  because  of  my  income  level.  The  current  tax  structure 
is  limited  to  medical  deductions,  which  are  subject  to  a  7.5  percent  Adjusted  Gross 
Income  exclusion,  and  deductions  for  personal  assistance  at  the  worksite. 

Therefore,  my  family  and  friends  must  still  spend  too  much  time  helping  me,  be- 
cause I  can  only  afford  about  one  Quarter  of  tne  long  term  services  time  I  really 
need.  I  now  pay  about  $600  a  month  for  60  hours  of  services,  an  average  of  about 
two  hours  per  day.  'The  rest  of  the  support  time  I  need,  about  six  hours  per  day, 
is  provided  through  a  combination  of  family,  friends,  and  my  far-sighted,  enlight- 
ened, supportive  employer.  There  is  no  way  I  could  personally  afford  the  full  cost 
of  my  long  term  services,  which  can  be  as  high  as  $2,000  a  month.  In  addition,  my 
private  insurance  covers  rehabilitation  services  and  therapies  if  I  need  them.  My  in- 
surance also  covers  my  equipment,  such  as  my  wheelchair;  my  braces,  and  training 
to  use  this  equipment  properly. 

With  this  system  I  often  receive  inadequate  personal  assistance  services  in  the 
form  of  too  few  hours  of  services,  leading  to  health  problems  such  as  pressure  sores 
from  lack  of  pressure  releases,  or  urinary  tract  infections  from  a  lack  of  fluids  (I 
can't  use  the  bathroom  because  I  don't  have  the  assistance  I  need,  therefore  I  simply 
don't  drink  any  fluids).  Sometimes  I  am  forced  to  employ  providers  with  inadequate 
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personal  assistance  services  skills  in  order  to  have  someone  to  cover  enough  hours 
of  basic  services  such  as  food  preparation  and  assistance  with  eating.  In  addition, 
I  cannot  offer  my  personal  assistance  services  employees  typical  benefits,  including 
sick  and  annual  leave,  or  health  insurance,  rendering  it  very  difficult  to  recruit  and 
retain  quality  personal  assistance  services  providers. 

I  choose  to  hire  my  own  attendants  for  certain  reasons.  People  can  receive  attend- 
ant services  throu^  home  health  care  agencies  and  often  are  required  to  do  so  if 
the  services  are  being  paid  for  by  Medicaid.  However,  if  you  are  paying  for  services 
out  of  your  own  pocket,  agency-run  programs  are  often  costly  and  do  not  permit  fiiU 
consumer  direction. 

Simply  locating  good  personal  assistance  services  workers  is  a  daunting  task,  as 
is  keeping  them  once  they  are  located.  It  is  difficult  for  individuals  working  alone 
to  locate  reliable,  competent  employees  to  fiU  personal  assistance  services  positions. 
I  do  not  have  the  authority  or  the  resoun;es  to  investigate  the  backgrounds  of  poten- 
tial personal  assistant  services  providers  who  answer  requests  for  applications.  Too 
often  the  only  way  for  me  to  juage  the  true  character  of  a  personal  assistance  serv- 
ices provider  is  to  allow  the  provider  into  my  home  and  monitor  the  individual's  per- 
formance. This  is  an  inappropriate,  dangerous  procedure. 

I  have  attempted  to  work  with  various  agencies,  including  an  Area  Agency  on 
Aging  and  a  Center  for  Independent  Living,  in  order  to  recruit  workers.  Efforts  to 
create  registries  of  potential  workers  have  had  limited  success,  at  best.  These  agen- 
cies, despite  their  best  efforts,  do  not  now  have  the  resources  to  maintain  a  system 
that  could  offer  pools  of  eligible  workers,  emergency  workers,  or  orientation  pro- 
grams for  these  workers.  A  better,  more  comprehensive  system  must  be  established. 

I  manage  despite  these  problems,  although  at  times  I  feel  as  though  I  am  operat- 
ing a  personnel  department  in  order  to  conduct  my  professional  and  personal  life. 
Maintaining  an  adequate  personal  long  term  services  system  consumes  a  ^reat  deal 
of  my  time  and  energy,  in  addition  to  money.  I  am  fortunate  that  I  have  a  job  which 
pays  me  enough  to  afford  what  I  can,  and  that  I  have  an  employer,  family,  and 
iriends  that  help  to  make  up  the  staggering  difference.  Few  others  are  as  fortunate 
as  I  am.  Given  the  age  of  some  of  my  family  members,  my  good  fortune  will  end 
in  a  short  time  as  welL 

This  is  my  personal  experience  with  long  term  services.  Other  individuals  with 
different  disabilities  will  have  different  service  needs,  hour  requirements,  and  cir- 
cumstances to  contend  with.  A  person  with  a  cognitive  disability  might  need  several 
hours  per  week  of  assistance  in  managing  their  money  and  making  financial  deci- 
sions. In  another  instance,  a  person  might  need  a  reader,  sign  language  interpreter, 
or  oral  interpreter  to  communicate  with  landlords,  relatives,  or  shopkeepers. 

People  witn  other  long  term  support  needs,  such  as  individuals  with  mental  retar- 
dation or  developmental  disabilities  or  people  with  serious  mental  illness,  typically 
receive  their  services  through  a  variety  of  specialized  provider  agencies.  Many  of 
these  community  providers  serve  individuals  who  are  receiving  Medicaid  reimburs- 
able services.  However,  access  to  these  services  depends  on  the  state  you  live  in  and 
your  level  of  income  and  resources.  Again,  Medicaid  services  are  limited  to  individ- 
uals with  very  low  incomes  who  are  among  the  most  vulnerable.  But  I  would  prefer 
not  to  make  myself  more  vulnerable  by  becoming  poor  just  to  receive  services.  As 
I  said,  I  want  to  be  productive  and  live  my  life. 

Many  people  with  disabilities  are  in  jeopardy  of  being  placed  in  a  long  term  care 
institution,  such  as  a  nursing  home,  psychiatric  treatment  facility,  or  a  residential 
center  for  people  with  developmental  disabilities.  The  existing  federal  policy  bias  to- 
ward using  institutional  care  when  a  person  has  a  particular  diagnosis  or  may  need 
a  high  level  of  service  must  be  reversed.  I  know  I  would  never  voluntarily  choose 
this  option,  as  most  others  would  not. 

The  lack  of  an  effective  long  term  services  system  raises  additional  systems  issues 
as  it  complicates  the  delivery  of  residential,  vocational,  habUitation,  and  medical 
services.  Consumers  are  hampered  in  their  eflbrts  to  achieve  their  life's  goals  be- 
cause they  do  not  have  the  services  and  supports  necessary  to  access  needed  serv- 
ices from  providers  in  the  community.  Although  the  symptoms  of  this  problem  mani- 
fest themselves  in  different  ways  for  different  providers,  the  underljring  cause  of 
each  symptom  is  the  lack  of  a  solid  foundation  of  long  term  services. 

Consumers  needinjg  residential  services  and  supports  face  the  most  flagrant  of  the 
problems.  In  their  enorts  to  locate  community  living  arrangements,  individuals  and 
providers  must  struggle  with  funding  sources  that  require  burdensome  levels  of  resi- 
dent supervision,  and  service  reouirements  which  force  the  creation  of  miniature  in- 
stitutions rather  than  homes.  These  same  programs  may  be  unable  to  compensate 
provider  personnel  with  a  living  wage  and  with  benefits  commensurate  with  the  pro- 
fessional level  work  they  perform,  resulting  in  great  difficulty  in  recruiting  quality 
personnel,  and  an  unacceptably  high  turnover  rate  among  staJT.  These  and  other  re- 
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strictions  conspire  to  keep  some  residential  services  unacceptably  expen- 
8ive,inappropriately  institutional,  and  inordinately  difficult  to  deliver. 

Indivicuials  with  disabilities  needing  vocational  services  are  hampered  as  well. 
The  most  obvious  impediment  is  a  lack  of  transportation,  in  the  form  of  drivers  and 
companions  to  assist  in  the  use  of  public  transit,  which  prevents  participants  from 
traveling  to  the  worksite.  Less  obvious,  often  because  this  situation  is  not  reported 
due  to  its  embarrassing  nature,  is  that  people  with  severe  disabilities  have  no  one 
to  help  them  get  them  out  of  bed,  washea,  dressed,  and  into  their  preferred  mobility 
aids.  This  barrier  not  only  prevents  people  with  severe  disabilities  from  getting  to 
work,  but  also  forces  individuals  to  either  inappropriately  rely  on  volunteers,  co- 
workers, and  even  supervisors  in  order  to  eat  lunch  and  use  the  bathroom  while  at 
work,  or  to  try  to  do  without  food  and  drink  all  day  long. 

In  situations  where  consumers  receive  acute  rehabilitation,  physical  and  occupa- 
tional therapy,  and  related  services,  they  often  face  an  impossible  task  when  at- 
tempting to  complete  the  final  step  in  returning  to  the  community.  They  face  the 
dilemma  of  returning  to  a  community  setting  without  adequate  long  term  services 
or  staying  inappropriately  in  the  acute  or  chronic  care  facility.  Without  appropriate 
support  services,  returning  to  the  community  often  results  in  the  person  developing 
additional  health  problems,  which  increases  the  chance  of  the  person  obtaining  a 
secondary  disability,  adds  severe  stress  to  the  family,  and  drastically  reduces  the 
individual's  quality  of  life.  Remaining  in  an  acute  or  chronic  care  facility  results  in 
unnecessary  costs,  an  inappropriate  living  situation  for  an  individual  who  is  no 
longer  ill,  and  prevents  an  individual  in  true  need  of  acute  or  chronic  care  services 
from  receiving  those  services.  Appropriate  community  supports  would  prevent  these 
negative  outcomes. 

VARYING  LONG  TERM  SERVICE  NEEDS:  SOME  EXAMPLES 

The  following  are  brief  descriptions  of  various  people  with  disabilities  of  all  ages 
and  the  circumstances  of  their  lives.  Long  term  services  reform  as  a  part  of  the 
heedth  reform  package  will  be  vitally  important  to  them  all. 

— A  ten  year  old  boy  in  Connecticut  who  required  24-hour  a  day  ventilator  sup- 
port lived  in  a  hospital  for  the  first  three  years  of  his  life.  With  intensive  respiratory 
interventions  and  exercise,  he  has  been  able  to  reach  the  point  where  he  lives  at 
home  with  his  family,  attends  public  school  in  the  fifth  grade,  and  requires  ventila- 
tor support  only  at  night  while  sleeping.  Continued  access  to  such  support  will  be 
vital  to  mm. 

— A  twenty-eight  year  old  man  lives  in  a  nursing  home  in  Virginia  because  he  is 
unable  to  receive  the  combiciation  of  nursing  services,  personal  assistance  services, 
and  companion  services  which  he  needs  to  remain  in  his  home.  As  a  result  of  mul- 
tiple gunshot  wounds,  he  is  paralyzed  from  the  neck  down,  requires  a  ventilator, 
and  uses  a  motorized  wheelchair  controlled  by  a  mouthstick.  His  marriage  has 
ended  and  he  is  now  able  to  see  his  two  children,  ages  seven  and  four,  in  short  visits 
spread  over  the  year,  totalling  only  about  48  hours  a  year.  With  proper  personal  as- 
sistance and  other  long  term  supports,  he  could  live  in  his  home  community  and 
participate  more  fully  in  the  lives  of  his  childrea. 

— A  young  woman,  age  24,  with  cerebral  palsy  and  mental  retardation  has  bene- 
fited significantly  from  the  Medicaid  community  supported  living  arrangements 
services  program.  She  lives  in  her  own  apartment  with  a  roommate  and  counselor, 
has  found  a  job,  and  pays  taxes.  She  has  formed  new  friendships  and  has  increased 
her  independence,  access  to  the  community,  and  her  self  esteem.  Although  she  has 
made  great  progress,  she  will  continue  to  need  long  term  services  and  supports  for 
the  foreseeable  nature. 

— A  twenty-five  year  old  man  in  Maryland  who  is  diagnosed  as  having  paranoid 
schizophrenia  has  spent  many  months  in  psychiatric  hospitals  over  the  last  several 
years.  Although  his  disability  and  numerous  hospitalizations  had  a  serious  impact 
on  his  abUity  to  participate  in  school,  he  eventually  earned  his  diploma.  Through 
a  community  outpatient  psychiatric  rehabilitation  program,  he  receives  numerous 
Ic-ng  term  support  services  which  are  enabling  him  to  become  more  independent  in 
the  community.  He  receives  assistance  in  keeping  his  medications  under  control, 
learning  to  use  public  transportation,  learning  job  seeking  skills  and  appropriate 
business  attire  and  behavior,  managing  money  and  paying  bills,  and  is  learning  to 
live  on  his  own.  He  will  need  continued  support  in  various  aspects  of  his  life  in 
order  to  maintain  and  increase  his  ability  to  live  independently  and  to  avoid  future 
hospitalization. 

— ^A  seventeen  year  old  girl  is  experiencing  major  changes  in  her  life  as  a  result 
of  traumatic  brain  iiyury  during  a  car  accident.  She  is  having  a  slow  recovenr,  is 
experiencing  learning  problems,  frustration  and  extensive  social  changes,  and  at- 
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tends  school  only  half  day  while  she  receives  rehabilitation  services  everyday.  As 
she  matures  ana  as  the  extent  of  her  injuries  are  revealed,  she  wUl  need  various 
supports  over  time,  including  services  to  assist  her  in  making  the  transition  from 
school  to  work  and  to  assist  her  to  become  as  independent  as  possible  within  her 
community. 

— In  Wisconsin,  a  young  boy  bom  with  cerebral  palsy  and  sensory  impairments 
requires  a  tracheostomy  tube  to  help  him  breathe,  a  gastrointestinal  tube  to  help 
him  eat,  and  other  extensive  medical,  health,  and  social  supports.  He  lives  at  home 
with  his  family,  attends  his  neighborhood  school,  and  relies  on  a  number  of  basic 
supports  from  numerous  sources  such  as  the  school  system,  private  insurance,  Med- 
icaid waiver  services,  and  state  and  county  community  and  respite  care  services  pro- 
grams. While  managing  services  from  many  different  sources  is  complicated,  the 
mix  enables  him  to  live  at  home  and  to  stay  out  of  an  institution.  He  will  continue 
to  need  support  at  school,  specialized  therapies,  prescription  medications,  special 
diets,  personal  assistance,  adaptations  such  as  a  lin,  on  the  family  van,  and  support 
for  community  living  as  he  grows  older. 

— ^A  retired  fifty-six  year  old  woman  with  multiple  sclerosis  has  periods  when  she 
is  able  to  take  care  of  herself  with  just  a  few  hours  of  personal  assistance  a  day. 
However,  there  tire  periods  when  her  condition  worsens  and  she  is  completely  para- 
lyzed, sometimes  leading  to  hospitalization  and  the  need  for  total  care  when  she  re- 
turns home.  She  needs  a  wide  range  of  long  term  services  that  can  be  provided  in 
varying  intensities  depending  on  her  needs  at  a  given  time.  However,  her  retirement 
income — a  small  pension  and  some  income  from  investments — is  insufficient  to  pay 
for  these  services.  Medicaid  does  not  provide  the  home  and  community  based  serv- 
ices she  needs  and,  to  be  eligible  for  nursing  home  care  when  she  needs  total  care, 
she  would  have  to  impoverish  herself  by  spending  all  of  her  income-generating  as- 
sets, at  which  point  sne  would  no  longer  be  able  to  afford  to  live  in  her  own  home. 

CCD  APPROACH 

CCD  has  considered  the  development  of  a  comprehensive  long  term  services  pro- 
gram to  be  a  critical  need  area  for  many  years.  A  comprehensive  long  term  services 
program  would  include  supported  living  services,  personal  assistance  services,  sup- 
ported employment,  assistive  technology  devices  and  services,  and  an  array  of  com- 
munity support  services  for  people  with  disabilities. 

ecu's  Task  Force  on  Long  Term  Services  and  Supports  is  a  combination  of  two 
previous  Task  Forces.  The  Task  Force  on  Long  Term  Services/Medicaid  worked  on 
issues  related  to  the  long  term  service  provisions  of  Medicaid.  The  CCD  Personal 
Assistance  Services  Task  Force,  created  in  1990,  included  representatives  from 
across  the  disability  community,  including  people  with  physical,  cognitive  and  other 
mental  impairments,  including  mental  illness,  and  sensory  impairments.  Together 
we  woTked  to  refine  the  draft  hill  Personal  Assistance  for  Independent  Living  origi- 
nally produced  by  the  World  Institute  on  Disability. 

In  addressing  personal  assistance  issues,  CCD  established  working  groups  on  cru- 
cial issues  of  system  design;  training  and  compensation;  quality  assurance;  eligi- 
bility &  services;  and  due  process.  The  deliberation  of  these  development  of  a  con- 
cept paper,  Recommended  Federal  Policy  Directions  on  Personal  Assistance  Services 
for  Ajnericans  with  Disabilities,  that  sets  forth  the  philosophies  and  principles  that 
CCD  believes  any  comprehensive  personal  assistance  services  program  must  meet. 
This  document  is  included  as  Appendix  1. 

CCD  has  been  meeting  on  an  ongoing  basis  with  the  American  Association  of  Re- 
tired Persons,  the  Long  Term  Care  Campaign,  the  Older  Women's  League,  the  Alz- 
heimer's Association,  Families  USA,  and  other  groups  representing  elderly  people  to 
discuss  and  compare  our  long  term  service  proposals  with  a  view  toward  defining 
areas  of  consensus  regarding  long  term  services  between  the  disability  and  aging 
communities.  Ideas,  views  and  opinions  are  exchanged  among  the  groups  through 
a  number  of  meetings  and  forums.  Together,  CCD,  AARP,  and  the  Alzheimer's  Asso- 
ciation have  presented  consensus  recommendations  to  the  Administration  Working 
Group  on  Long  Term  Care.  While  there  has  not  been  total  agreement  in  all  areas, 
there  is  enou^  common  ground  among  the  groups  to  establish  an  ongoing  dialogue 
and  a  continuing  woiking  partnership. 

REACTION  TO  PRESIDENT  CLINTON'S  PROPOSAL 

President  Clinton's  proposals  on  long  term  services  (as  embodied  in  H.R.  3600  and 
S.  1575)  have  many  strengths.  He  csdls  for  a  bold  new  commitment  of  $38  billion 
per  year  (at  full  implementation)  for  services  that  are  vitally  need  by  people  with 
significant  disabilities.  If  I  am  able  to  leave  you  with  only  one  message  today,  it 
would  be  this:  It  is  absolutely  critical  that  long  term  services  be  part  of  the  reform 
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of  our  national  health  care  system.  We  must  stress  that  ignoring  long  term  services 

will  short-change  many  people  and  limit  the  effectiveness  of  any  health  care  reform. 

There  are  many  positive  aspects  to  the  President's  plan  and  some  areas  where  the 

glan  can  and  must  be  strengthened.  CCD  is  committed  to  work  together  with  the 
'ongress  and  the  Administration  to  ensure  that  the  best  possible  reform  program 
be  enacted.  In  addition  to  what  is  presented  here,  the  CCD  Long  Term  Services  and 
Supports  Task  Force  is  preparing  a  paper  addressing  specific  reconmiendations  for 
statutory  language  and  we  will  submit  those  additional  comments  to  you  within  two 
weeks. 

A.  STRENGTHS  OF  THE  PRESIDENT'S  PROPOSALS 

There  are  a  great  many  commendable  components  in  the  Clinton  long  term  serv- 
ice proposal. 

1.  New  Commitment  to  Long  Term  Services — First  and  foremost  is  the  President's 
willingness  to  commit  new  federal  resources — at  least  $38  billion  dollars  per  year 
at  fuU  implementation — to  expanding  and  improving  long  term  services  that  are 
desperately  needed  by  Americans  with  significant  disabilities.  This  commitment  will 
enable  thousands  of  people  with  disabilities  to  access  education  and  training  pro- 
grams, hold  jobs,  and  participate  in  community  activities — often  for  the  first  time 
in  their  lives. 

2.  Emphasis  on  Home  and  Community  Services — CCD  is  pleased  with  the  Clinton 
Administration's  emphasis  on  expanding  access  to  home  ana  community  based  serv- 
ices rather  than  institutional  services.  In  general,  home  and  community  based  serv- 
ices are  more  cost  effective  than  institution£d  services  and  afford  people  with  disabil- 
ities greater  opportunities  to  become  contributing  members  oi  society.  The  over- 
whelming desire  of  most  people  with  disabilities  of  all  ages  is  to  remain  in  their  own 
homes  and  communities,  while  receiving  the  support  services  necessary  to  remain 
as  independent  as  possible. 

3.  Eligibility  Criteria — The  President's  plan  takes  a  positive  step  forward  in  at- 
tempting to  cover  people  of  all  ages  with  all  types  of  disabilities — cognitive,  mental, 
and  physical.  Historically,  other  proposals  have  excluded  people  on  the  basis  of  one 
tjrpe  of  disability,  such  as  mental  illness;  CCD  considers  that  approach  unaccept- 
able. The  President's  proposal  also  allows  eligibility  for  all  income  levels,  thereoy 
beginning  to  address  tne  marriage  penalties  oT  the  income-based  programs  and  the 
problem  of  people  having  to  impoverish  themselves  in  order  to  have  the  assistance 
they  need  to  survive  and  prosper.  It  also  addresses  the  work  disincentives  issue, 
where  people  who  are  receiving  needed  services  accept  a  job,  lose  their  benefits,  and 
yet  do  not  earn  enough  money  to  meet  their  basic  living  needs  and  purchase  their 
disabUity-related  gooo^  and  services. 

4.  Basic  Philosophies — The  disability  community  is  delighted  to  see  that  the  Clin- 
ton proposal  contains  many  principles  and  philosophies  that  we  believe  must  be  a 
part  of  any  long  term  services  system  if  it  is  to  be  effective.  These  principles  include 
a  commitment  to  consumer  directed  services,  an  option  for  the  use  of  vouchers  or 
direct  cash  payments,  consumer  involvement  in  planning  the  state  long  term  serv- 
ices program,  and  individualized  service  needs  assessments  and  plans  of  services. 

These  directions  are  particularly  important  because  of  the  changing  nature  of  the 
entire  disability  services  system  and  we  applaud  the  Administration's  recognition  of 
them.  Services  for  individuals  with  disabilities  historically  have  been  deUvered  in 
a  paternalistic  manner.  In  light  of  the  promise  of  empowerment  implicit  in  the 
Americans  with  Disabilities  Act,  people  with  disabilities  now  expect  to  exercise  an 
increasing  degree  of  control  over  their  lives,  their  rehabilitation  and  their  support 
systems.  Involvement  in  the  design,  direction,  management,  and  assessment  of  tneir 
individual  support  services  enables  i>eople  with  disabilities  to  exercise  a  degree  of 
control  over  tneir  own  lives  that  is  essential  to  physical  and  emotional  well-being. 

The  ability  of  people  with  disabilities  to  participate  actively  at  the  planning  level 
of  long  term  services  meems  that  there  will  be  a  greater  chance  that  the  service  sys- 
tem ultimately  will  meet  the  needs  of  those  it  is  intended  to  serve.  Given  the  num- 
ber of  jobs  that  will  be  created  by  a  new  $38  billion  a  year  program,  this  program 
represents  an  unique  opportunity  to  employ  some  of  the  persons  with  disabuities 
in  America  t67  percent  oi  whom  are  not  woncing)  through  tneir  participation  in  pol- 
icymaking, administration,  management,  and  direct  service  jobs  that  will  be  created. 

5.  Tax  Treatment — The  proposed  tax  credits  and  changes  in  medical  care  deduc- 
tions will  help  to  offset  the  extraordinary  expenses  of  living  with  a  disability  and 
assist  people  with  disabilities  to  enter  the  workforce  by  giving  them  a  measure  of 
economic  equity  with  those  who  do  not  need  to  pay  these  extraordinary  costs. 

6.  A  Good  First  Step — CCD  believes  that  the  President's  long  term  services  plan 
represents  a  significant  beginning  for  a  system  that  should  ultimately  be  com- 
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prehensive.  While  it  is  desirable  to  make  long  term  services  available  right  away 
to  all  individuals  with  disabilities  who  need  them,  CCD  recognizes  that  fiscal  re- 
straints will  necessitate  the  gradual  phasing  in  of  coverage  in  some  orderly  fashion. 
We  are  concerned  about  phasing  in  this  coverage  in  an  equitable  manner  so  that 
people  with  varying  types  of  disabilities  and  economic  circumstances  wUl  be  treated 
fairly  and  in  a  manner  whidi  ensures  that  their  needs  are  appropriately  met. 

B.  ISSUES  TO  BE  ADDRESSED  IN  THE  CUNTON  PLAN 

In  the  previous  section,  I  have  described  the  numerous  positive  aspects  of  the 
Presidents  proposal  for  long  term  services  reform  and,  in  pjirticular,  those  areas 
which  reflect  tne  principles  and  philosophies  which  the  disability  community  be- 
lieves must  be  included  in  any  true  reform  of  long  term  services.  In  this  section, 
I  want  to  draw  your  attention  to  various  issues  that  CCD  has  identified  which  raise 
serious  concerns  about  the  effect  of  the  proposal  on  people  with  disabilities.  We  be- 
lieve that  these  are  not  insurmountable  obstacles  and  we  look  forward  to  working 
with  the  Subcommittee  and  the  Administration  to  resolve  these  and  other  issues. 

1.  Eli^bility  Criteria — The  eligibility  criteria  contained  in  the  proposal  are  too 
limited  in  several  ways.  Taken  as  a  whole,  the  criteria  would  not  cover  many  people 
who  clearly  need  long  term  services.  The  President's  principle  of  universal  coverage 
would  not  apply  to  long  term  services  where  eligibility  is  so  limited.  Concerns  re- 
garding the  specific  criteria  are  as  follows. 

According  to  the  Administration's  own  estimates,  only  about  25  percent  of  the  peo- 
ple who  need  long  term  services  and  supports  will  be  eligible  to  receive  them  under 
the  proposed  new,  universal  home  and  community  funding  authority.  Congress 
should  recognize  that  the  use  of  the  "3  out  of  5  activities  of  daily  living  (ADLs)  test 
will  leave  many  people  with  physical  disabilities  with  substantial  service  needs 
without  coverage. 

The  Administration-proposed  equivalency  criteria  applicable  to  people  with  cog- 
nitive and  mental  impairments  would  similarly  extend  eligibility  to  only  a  small 
percent  of  people  who  need  long  term  services.  Successful  community  support  pro- 
grams have  evolved  which  prevent  or  decrease  utilization  of  institutional  care  by 
providing  seamless  access  to  services  that  include  rehabilitation  and  assistance  to 
people  with  cognitive  or  other  mental  impairments  in  areas  such  as:  nutritional 
needs,  including  purchasing,  storing,  and  preparing  food;  taking  medications;  and 
budgeting  for  foo(^  clothing,  and  shelter.  We  want  to  ensure  that  people  with  serious 
cognitive  or  mental  impairments  who  require  such  extensive  ongoing  services  and 
supports  are  not  excluded  by  the  use  of  inappropriate  criteria.  The  standard  mental 
status  exam  proposed  by  the  Administration  has  yet  to  be  developed  and  validated. 
Responsibility  for  development  of  that  criteria  is  left  to  the  Secretary.  While  we  rec- 
ogmze  that  the  bill  includes  some  significant  changes  (from  prior  drafts)  regarding 
the  need  for  supervision  and  in  the  use  of  instrumental  activities  of  daily  living,  we 
want  to  assure  that  the  process  used  to  develop  the  standard  criteria  includes  ex- 
perts representing  tiie  broad  range  of  types  and  causes  of  mental  and  cognitive  im- 
pairments. 

Finally,  the  criteria  for  use  with  children  is  far  too  limited.  It  would  cover  only 
children  under  age  six  who  would  otherwise  require  hospital  or  institutional  care. 
This  standard  would,  once  again,  use  institutional  need  as  the  yardstick  for  eligi- 
bility, thereby  furthering  the  institutional  bias  which  already  permeates  the  Medic- 
aid program.  TTie  need  for  and  avaUabUity  of  home  and  community  services  should 
not  be  benchmarked  against  institutional  admissions  criteria  in  the  case  of  either 
children  or  adults.  An  earlier  draft  required  that  the  child  also  be  technology  de- 
pendent. Such  a  requirement  would  be  severely  limiting  and  would  likely  leave  chil- 
dren with  equivalent  disabilities  who  do  not  depend  on  respirators  or  other  techno- 
logical devices  without  the  home  based  support  that  they  need.  Finally,  it  is  not 
clear  what  happens  to  children  over  age  six  who  otherwise  meet  the  children's  cri- 
teria and  to  children  of  any  age  who  might  qualify  under  one  of  the  other  criteria. 
Are  criteria  that  are  standardized  on  the  adult  population  to  be  used  in  establishing 
the  eligibility  of  children  over  six  years  of  age? 

CCD  had  submitted  to  the  Adnainistration  proposed  criteria  which  would  attempt 
to  reach  people  who  do  not  meet  the  ADL  and  other  tests  yet  have  disabilities  at 
levels  equivalent  to  the  3  ADL  criteria.  Such  criteria  would  give  the  Secretary  flexi- 
bility in  assessing  other  circumstances  and  factors  for  eligibility  as  needed.  We  be- 
lieve that  a  provision  granting  the  Secretary  discretion  regarding  inclusion  of  other 
people  on  the  basis  of  medical  condition  or  other  circumstances  should  be  added.  In 
addition,  CCD's  proposed  criteria  (Appendix  2)  would  have  used  the  551  functional 
approach  (for  evaluating  disability  only)  for  all  children  from  birth  to  18  years  of 
age,  that  is:  inability  to  function  independently,  appropriately,  and/or  effectively  in 
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an  age-appropriate  manner.  Specific  recommendations  regarding  these  eligibility  is- 
sues are  in  Appendix  3. 

CCD  believes  it  is  important  to  note  that,  although  the  eligibility  criteria  are  not 
ideal,  the  proposal  reflects  an  understanding  of  the  need  to  use  different  approaches 
for  determining  eligibility  for  people  with  oiflering  disabilities.  This  is  within  the 
expressed  intent  of  covering  people  with  all  types  of  disabilities,  regardless  of  diag- 
nosis. 

2.  Scope  of  the  Basic  Service  Package — There  are  two  issues  which  must  be  ad- 
dressed regarding  services  to  be  covered  under  the  new  home  and  community  loiig 
term  services  program.  One  is  the  breadth  of  the  service  package  and  the  other  is 
the  definition  of  personal  assistance  services  itself. 

a.  Breadth  of  the  Basic  Service  Package — Regardless  of  the  ultimate  definition  of 
personal  assistance  (discussed  below),  the  proposed  program  must  recognize  that 
personal  assistance  services  is  onl^  one  element  of  tne  array  of  longterm  services 
and  supports  required  by  people  with  severe  disabilities.  As  I  stresseof  earlier  in  my 
testimony,  severe  disabbng  conditions  occur  in  many  forms  and,  thus,  a  broad  array 
of  services  and  supports  must  be  available  to  appropriately  address  the  needs  of  aU 
eligible  participants.  There  is  a  real  danger  that  many  eligible  individuals — espe- 
ci«3ly  people  with  significant  mental  and  cognitive  disabilities  or  multiple  disabil- 
ities— wUl  be  denied  the  fiiU  range  and  intensity  of  community  services  they  need 
if  this  new  federal  fiinding  authority  is  narrowly  construed  by  the  states.  Given  the 
fact  that  federal  ftinding  levels  would  be  capped  and  the  states  granted  broad  dis- 
cretion in  determining  the  range  of  services  to  be  provided  (i.e.,  other  than  personal 
assistance  services),  we  believe  that  this  danger  is  a  real  possibility  which  should 
be  seriously  addressed. 

CCD  believes  that  the  services  which  are  considered  to  be  state  options  under  the 
President's  proposal  should,  in  fact,  be  part  of  the  basic  service  coverage  in  each 
state,  in  addition  to  personal  assistance  services.  As  stated  in  the  proposal,  these 
services  include  "any  other  community  based  long  term  care  services  including:  case 
management,  homemaker  and  chore  assistance,  home  modifications,  respite  serv- 
ices, assistive  technology,  adult  day  services,  habilitation  and  rehabilitation,  sup- 
ported employment  andnome  health  services  not  otherwise  covered  under  Medicare, 
private  insurance  or  throu^  the  basic  health  plan." 

In  addition,  we  believe  that  the  bill  language  should  be  strengthened  regarding 
the  requirement  for  states  to  demonstrate  in  their  state  plans  that  the  range  oT 
services  to  be  offered  will  be  sufficient  to  meet  the  needs  of  all  eligible  people  re- 
gardless of  the  type  of  disability  they  have,  their  age,  or  the  level  of  complexity 
posed  by  their  disabling  condition.  In  preventing  the  furtherance  of  the  use  oi  insti- 
tutions, it  is  important  that  people  have  access  to  a  full  range  of  needed  services 
and  that  thev  not  be  forced  to  accept  institutional  services  for  lack  of  adequate  and 
appropriate  home  and  community  services.  Costs  should  not  be  an  issue  in  making 
these  changes  since  the  level  of  federal  financial  participation  is  capped.  CCD's  rec- 
ommendations would,  however,  assure  that  people  with  disabilities  will  be  elirible — 
for  similar  services  no  matter  where  they  live  thus  ensuring  interstate  "portability" 
of  long  term  services  and  supports  and  that  they  will  not  be  subject  to  the  vagaries 
of  state-level  political  decision  making  regarding  vital  services  which  they  require 
throiigh  this  joint  federal/state  program. 

b.  Definition  of  Personal  Assistance  Services — In  the  Clinton  plan,  personal  assist- 
ance services  for  the  new  home  and  community  services  program  are  defined  by  the 
state  and  must  include  at  least  "hands-on  and  stand-by  assistance,  supervision,  and 
cueing  with  activities  of  daily  living."  CCD  believes  that  the  inclusion  of  supervision, 
standby  assistance,  and  cueing  is  important  and  should  remain  in  the  definition. 

However,  CCD  is  concerned  that  the  definition  only  references  activities  of  daUy 
living.  This  aspect  of  the  definition  will  make  the  services  useful  primarily  to  people 
with  physical  impaurments  who  meet  the  ADL  test  and  will  not  address  the  personal 
assistance  needs  of  people  with  mental  or  cognitive  impairments  who  are  otherwise 
eligible.  CCD  has  recommended  a  broad  definition  of  personal  assistance  services 
which  would  include  the  services  needed  by  people  with  cognitive  and  other  mental 
impairments  and  sensory  impairments.  This  definition  can  be  found  in  the  paper 
Recommended  Federal  Policy  Directions  on  Personal  Assistance  Services  for  Aineri- 
cans  with  Disabilities  in  Appendix  1. 

Again,  broadening  the  definition  to  include  essentially  any  services  which  will  as- 
sist the  functioning  of  an  individual  should  not  affect  the  cost  of  the  proposal  since 
the  home  and  community  based  services  program  is  capped.  Broadening  the  federal 
minimum  definition  will,  however,  allow  the  states  to  be  more  flexible  in  meeting 
the  needs  of  all  eligible  people  in  the  program.  We  note  that  the  bill  includes  a 
much  broader  definition  of  personal  assistance  services  in  the  (Section  7901)  dealing 
with  the  tax  credit.  We  will  propose  more  specific  recommendations. 
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The  proposal  makes  a  distinction  between  agency-administered  and  consumer-di- 
rected services.  We  note  that,  while  consumer-directed  or  voucher  programs  may  be 
the  purest  form  of  consumer  control,  even  agency-run  services  can  be  designed  to 
be  consumer-directed  in  many  respects. 

3.  Medicaid  Long  Term  iServices  for  People  with  Low  Incomes — Central  to  our 
analysis  of  the  imi)act  of  the  new  program  on  people  with  disabilities  is  the  elimi- 
nation of  the  previously-proposed  low  income  nome  and  community  services  pro- 

fram.  Instead,  the  bill  assumes  that  the  Medicaid  program  will  continue  to  provide 
oth  home  and  community  and  institutional  long  term  services  to  people  who  are 
eligible  for  Medicaid.  Given  the  fact  that  the  new  eligibility  criteria  for  tne  Adminis- 
tration's new  long  term  services  program  is  much  more  limited  than  the  current  eli- 
gibility criteria  for  Medicaid  long  term  services,  the  continuation  of  community  serv- 
ices through  Medicaid  is  absolutely  essential  to  meet  the  needs  of  people  who  are 
now  eli^ble  for  Medicaid  as  well  as  people  who  may  become  eligible  for  Medicaid 
in  the  future.  For  example,  under  the  Medicaid  optional  programs  now  available  to 
people  with  serious  mental  Ulnesses  (targeted  case  management,  clinic  services,  and 
rehabilitation  services),  innovative  long  term  services  have  reduced  unnecessary  or 
prolonged  institutional  care,  homelessness  (which  can  be  prevented  or  ameliorated 
with  assertive  community  treatments  when  not  restricted  by  arbitrary  limitations) 
and  inappropriate  incarceration  of  children  and  adults  when  there  are  no  other 
places  01  treatment  or  supports  because  of  inadequate  funding  in  the  health  care 
system. 

CCD  believes  that  it  is  necessary  to  continue  to  make  improvements  to  the  Medic- 
aid long  term  services  programs  so  that  they  will  better  reflect  state  of  the  art  ap- 
S roaches  in  serving  people  with  disabilities.  Such  improvements  are  needed  in:  the 
ome  and  community  based  waiver  program  (including  the  expansion  of  the  defini- 
tion of  habUitation  services  to  include  supported  employment  for  all  waiver  recipi- 
ents), making  the  community  supported  living  arrangements  services  program  a 
coverage  option  under  all  state  Medicaid  plans,  eliminating  the  discriminatory  treat- 
ment of  low  income  people  with  mental  illness  under  the  Section  1929  home  and 
community-based  state  plan  coverage  option,  the  Intermediate  Care  Facilities  for 
the  Mentally  Retarded  (ICF/MR)  option,  and  improving  administration  smd  regula- 
tion of  OBRA  1990  PASARR  requirements  regarding  inappropriate  nursing  facility 
admissions.  CCD  has  previously  submitted  to  Congress  specific  proposals  for  dealing 
with  each  of  these  limitations  in  current  Medicaid  policy;  and,  I  would  stress,  none 
of  them  have  been  shown  to  cause  a  significant  increase  in  federal-state  Medicaid 
spending. 

It  should  also  be  noted  that  most  current  Medicaid  long  term  services  are  optional 
to  the  states.  In  conjunction  with  the  differential  federal  match  available  to  states 
for  services  under  the  new  home  and  community  program  (expected  to  be  signifi- 
cantly higher  than  the  match  for  the  remaining  Medicaid  program),  there  is  signifi- 
cant fear  that  states  will  divert  existing  Medicaid  matching  dollars  that  currently 
are  being  used  to  furnish  community  services  to  low  income  people  who  need  them 
but  who  would  be  ineligible  under  the  new  program's  stricter  eligibility  criteria. 
This  potential  situation  raises  serious  issues  of  long  term  security  for  individuals 
and  their  families  and  must  be  addressed  in  any  forthcoming  legislation. 

We  wiU  be  submitting  more  specific  recommendations  regarding  these  Medicaid 
issues  within  two  weeks. 

4.  Consumer  Involvement — As  discussed  above,  the  Administration  proposal  ri^t- 
ly  includes  a  new  focus  on  consumer  involvement  in  various  aspects  of  federal  and 
state  policymaking.  CCD  believes  that  this  positive  direction  should  be  enhanced 
with  greater  attention  to  consumer  involvement  in  state  planning  and  program  de- 
sign, and  in  quality  assessment  of  the  services  and  supports  and  tne  system  through 
which  they  are  provided.  CCD  submitted  extensive  consumer  participation  rec- 
ommendations to  the  Administration  earlier  this  year.  These  recommendations, 
which  would  enhance  the  role  of  consumers  and  their  representatives  at  the  policy 
and  implementation  levels,  are  attached  as  Appendix  4. 

In  addition,  it  is  crucial  that  the  proposed  Medicaid  Commission  (to  be  appointed 
to  determine  the  future  of  Medicaid  acute  and  long  term  services)  have  adequate 
representation  and  input  from  all  areas  of  the  disability  community.  As  major  con- 
sumers of  Medicaid  acute  and  long  term  services,  the  disability  conmiunity  must  be 
heard  and  must  be  a  f\ill  participant  in  efforts  to  develop  the  Commission's  rec- 
ommendations. We  believe  that  the  Commission  must  have  full  staff  support  and 
must  have  the  resources  to  support  the  disability-related  costs  of  participation  of 
Commission  members  with  disaoilities.  We  will  submit  further  recommendations  re- 
garding this  issue. 

5.  Institutional  Bias — ^The  current  Medicaid  program  contains  clearly  recognized 
institutional  biases  which  CCD  believes  should  be  eliminated  and  thus  should  not 
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be  carried  forward  into  or  exacerbated  hy  anv  new  home  and  community  services 
funding  authorities.  According  to  unpubbshed  data  prepared  by  SysteMetrics,  Inc. 
for  nCFA,  approximately  85  percent  of  the  $38.9  billion  in  Medicaid  expenditures 
for  long  term  services  for  low-mcome  people  in  FY  1992  was  spent  for  care  in  insti- 
tutional settings  (nursing  facilities  and  iCFa/MR)  while  15  percent  was  used  for 
home  and  community-based  services.  It  is  our  hope  that  the  creation  of  a  new  com- 
munity long  term  services  program  would  help  to  reverse  these  current  biases.  How- 
ever, there  are  some  features  of  the  proposal  which  we  believe  threaten  to  establish 
new  biases  in  favor  of  institutions.  Tney  include:  establishing  a  cap  on  expenditures 
for  the  new  community  services  program  while  the  nursing  facilities  ana  ICFs/MR 
remain  uncapped;  new  mandates  for  medically  needy  spend-down  programs  for  in- 
stitutional services  but  not  for  community  based  services;  proposed  increases  in  the 
resource  limits  and  personal  needs  allowance,  which  are  sorely  needed  but  which 
are  targeted  only  to  people  living  in  institutions  without  comparable  income  and  re- 
source protections  for  people  living  in  the  conununity;  and  the  lack  of  a  limit  on  out- 
of-pocket  expenses  for  long  term  services  (see  further  discussion  below  regarding  co- 
payments).  [The  Administration's  subsequently  abandoned  low  income  proposal  con- 
tained features  which  many  believe  would  nave  further  exacerbated  the  institu- 
tional biases  of  the  Medicaid  program.  We  believe  that  those  features  were  com- 
pletely unacceptable,  but  will  not  dwell  on  them  here.]  We  urge  Congress  to  address 
these  institutional  biases  and  we  will  submit  more  specific  recommendations. 

6.  Equity  in  Co-Payments — As  in  the  acute  portion  of  the  plan,  CCD  believes  that 
more  work  is  needed  on  the  co-payment  sliding  scale.  The  amount  an  individual  or 
family  (with  a  member  living  at  home)  is  required  to  pay  should  also  be  capped, 
based  on  a  percentage  of  income.  Otherwise,  the  current  co-payment  structure  may 
make  home  and  community  long  term  services  exorbitantly  expensive  for  people 
with  low  incomes.  Particularly  since  people  with  higher  incomes  will  be  eligible  for 
services,  it  is  imperative  that  the  costs  of  services  not  be  out  of  reach  of  low  and 
middle  income  individuals  and  families.  This  would  be  especially  true  of  individuals 
with  high  service  needs  and  costs.  Is  it  fair  that  a  family  of  four  with  a  net  taxable 
income  of  $24,000/year  which  is  supporting  a  ventilator-dependent  child  at  home, 
whose  costs  total  $85,000,  should  pay  fuUy  10  percent  of  the  cost  with  no  cap,  while 
they  would  incur  no  costs  if  the  cnild  were  institutionalized  in  a  Medicaid  certified 
long  term  care  facility?  Similarly,  should  not  a  couple  with  net  income  of  $125,000/ 
year  and  community  services  costs  of  $8,000  be  required  to  pay  more  than  $3,200 
per  year? 

Further,  it  is  unclear  what  impact  the  tax  credit  will  have  on  low  and  high  income 

Seople  in  relation  to  their  co-payment  costs.  We  are  concerned  that  the  tax  credit 
oes  not  appear  to  be  available  for  woriting  families  with  children  with  disabilities 
and  families  with  non-working  adult  members  with  disabilities  and  the  tax  credit 
has  been  written  to  apply  only  to  people  with  physical  disabilities.  In  addition,  there 
is  great  concern  within  the  disability  community  with  the  proposed  prohibition 
against  allowing  states  to  use  income  as  a  basis  for  allocating  resources  during  the 
phase-in,  since  this  will  prevent  states  from  targeting  resources  to  those  most  in 
need. 

7.  Children — Special  attention  must  be  paid  to  the  effects  of  the  proposal  on  chil- 
dren. Children  wno  lose  Medicaid  coverage  because  they  are  coverea  by  the  alliance 
health  plans  should  not  lose  their  access  to  important  therapy  and  other  long  term 
services  and  the  protections  of  the  Medicaid  Early  and  Periodic,  Screening,  Diag- 
nosis, and  Treatment  program  (EPSDT).  Forcing  these  children  to  go  without  cost- 
effective  extended  services  would  be  unacceptable.  The  failure  to  fuUy  cover  these 
vital  services  also  would  jeopardize,  early  intervention  and  education-related  serv- 
ices under  Part  H  and  Part  B  of  the  Individuals  with  Disabilities  Education  Act  by 
withdrawing  a  major  funding  source  at  a  key  time  during  implementation.  This 
would  be  especially  important  for  infants,  toddlers  and  children  who  do  not  meet 
the  eligibility  test  for  tne  new  program.  We  are  still  analyzing  the  bill's  approach 
to  covereige  of  these  essential  services  and  will  make  more  specific  recommendations 
in  the  near  future. 

8.  Payment  Rates — Payment  rates  for  providers  must  be  high  enough  to  enable 
them  to  cover  legally  required  employee  benefit  payments  such  as  Social  Security, 
Medicare,  tax  withholding,  and  the  new  employer-mandated  health  insurance  pre- 
miums. This  is  particularly  an  issue  in  voucher  and  cash  payment  situations  where 
the  individual  with  a  disability  directly  hires  his/her  personal  assistants.  Experience 
in  several  states  has  shown  that  people  either  have  to  go  without  essential  services 
or  they  get  the  services  by  paying  below  legally  reouirea  minimum  wages  and  bene- 
fits. We  are  reviewing  other  issues  related  to  providers  in  the  bill. 

9.  Private  Long-Term  Care  Insurance — While  we  do  not  believe  that  private  insur- 
ance will  be  able  to  adequately  meet  the  long-term  service  needs  of  persons  with 
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disabilities  of  all  ages,  we  recognize  that  it  may  help  to  pay  some  of  the  long-term 
service  costs  of  those  persons  with  disabilities  (generally  older  people)  who  are  able 
to  afford  and  maintfun  private  coverage.  Since  numerous  inadequacies  and  abuses 
in  the  long-term  care  insurance  market  have  been  well  documented,  we  believe  that 

f>rivate  long-term  care  insurance  should  not  be  given  preferential  tax  treatment  un- 
ess  adequate  standards  are  in  place  to  protect  consumers  from  such  practices.  It 
is  imperative  that  the  inequities  that  we  are  attempting  to  correct  in  the  acute  care 
insurance  maritet  not  be  permitted  to  continue  in  the  long-term  care  insurance  mar- 
ket. 

We  are  pleased  that  the  Administration's  proposed  standards  address  many  of  the 
current  inadequacies  and  abuses  and,  most  importantly,  include  a  prohibition  on 
discrimination  in  the  provision  of  benefits  based  on  a  person's  diagnosis.  Currently, 
insurers  routinely  deny  benefits  if  a  person's  functional  impairment  or  disability  is 
due  to  a  'Cental  conmtion.  In  fact,  the  National  Association  of  Insurance  Commis- 
sioners (NAIC)  Model  Regulations  state  that  such  limitations  are  acceptable.  There- 
fore, it  is  essential  that  the  Administration's  proposed  standards  not  be  weakened 
in  any  way. 

We  would  further  strengthen  these  regulations  by  referencingthe  obligation  of  in- 
surers to  comply  with  the  Americans  with  Disabilities  Act  (ADA)  when  medically 
underwriting  long-term  care  insurance.  Currently,  insurers  routinely  deny  long-term 
care  insurance  coverage  to  persons  with  preexisting  conditions,  whether  or  not  the 
condition  is  related  to  a  need  for  long  term  services.  The  ADA  reauires  that  under- 
writing and  the  classification  of  risks  be  based  on  sound  actuarial  principles,  or  be 
related  to  actual  or  retisonably  anticipated  experience.  The  Department  of  Justice 
preamble  to  the  final  regulations  for  Title  IIF-  of  the  ADA  states  clearly  that  indi- 
viduals with  a  pre-existing  condition  cannot  be  denied  coverage  for  an  illness  unre- 
lated to  the  pre-existing  condition.  Because  existing  NAIC  standards  and  state  regu- 
lations do  not  in  any  way  prohibit  this  discriminatory  practice,  it  is  essential  that 
federal  standards  reference  the  obligations  of  insurers  under  the  Americans  with 
Disabilities  Act. 

10.  Quidity  Assurance — Quality  Assurance  is  one  of  the  most  important,  and  yet 
problematic,  elements  of  health  care  reform.  The  critical  challenge  is  to  balance  the 
needs  for  individual  safety,  security,  needs,  and  desires,  as  well  as  the  need  to  safe- 
guarding taxpayer  dollars,  against  the  expense  and  inflexibility  inherent  in  most 
quality  assurance  models.  Quality  Assurance  is  discussed  at  length  in  Appendix  1, 
Recommended  Federal  Policy  Directions  on  Personal  Assistance  &rvices  for  Ameri- 
cans with  Disabilities. 

Current  long  term  care  quality  assurance  models,  such  as  those  in  the  Medicaid 
long  term  care  program,  rely  heavily  on  the  review  of  process  measures  through  the 
screening  of  client's  services  reports.  This  model  tends  to  ensure  that  service  provid- 
ers maintain  adequate  records  of  the  units  of  services  provided.  The  CCfD  rec- 
ommends that  the  new  Home  and  Community  Based  program  use  outcome  meas- 
ures that  are  jointly  developed  by  consumers  and  providers.  These  outcome  meas- 
ures would  address  issues  of  safety,  security,  and  tne  safeguarding  of  public  funds 
as  well  as  important  measures  of  consumer  satisfaction  and  achievement  of  individ- 
ual career  and  personal  goals. 

Historically,  Quality  Assurance  systems  have  been  designed  for  the  "worst  case 
scenario,"  usually  in  response  to  adverse  publicity  concerning  isolated  instances  of 
fraud  or  abuse.  This  has  led  to  the  imposition  of  systems  of  Quality  Assurance  that 
are  extremely  costly  and  restrictive,  and  yet  have  not  been  shown  to  be  especially 
effective  in  reducing  the  problems  they  were  designed  to  solve.  This  burdensome 
system  of  Quality  Assurance  has  drawn  scarce  resources  away  from  service  delivery 
and  channeled  them  into  paper  reviews  of  programs.  It  has  also  frustrated  efforts 
to  bring  consumer  choice  and  consumer  empowerment  into  long  term  service  sys- 
tems, and  thwarted  efforts  at  Total  Quality  Management  of  service  programs. 

The  CCD  recommends  a  two  part  system  of  Quality  Assurance.  Tne  first  part 
would  be  conducted  from  the  individual  level,  where  consumers  and  providers  jointly 
define  needs,  services,  and  outcomes  through  the  individual  service  plan.  Data 
would  be  collected  at  the  community,  state  and  national  level  on  needs  met,  services 
delivered,  and  goals  achieved.  The  second  part  is  collected  at  the  state  level  and  ag- 
gregated at  the  national  levels  through  telephone  interviews  of  consumer  satisfac- 
tion. 

Each  state  plan  should  establish  and  describe  a  comprehensive  quality  assurance 
system  that  includes  several  basic  elements.  These  elements  are  described  in  the 
attached  Appendix  5,  Features  of  Consumer  Participation,  Quality  Assurance,  and 
State  System  Design. 

11.  Case  Management — ^A  national  long  term  services  system  must  empower  peo- 
ple to  live  a  self-determined  life  by  choosing  from  among  acceptable  options.  One 
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of  those  options  should  be  how  much  involvement  one  has  in  the  management  of 
one's  lon^  term  services. 

Some  mdividuals  will  want  manage  all  aspects  of  their  long  term  services,  from 
recruiting  services  workers  to  managing  their  daily  activities,  paving  them,  and  ter- 
minating them  when  appropriate.  Others  will  likely  opt  to  control  some  aspects,  e.g., 
recruiting,  screening,  payment,  etc,  while  delegating  training,  daUy  management, 
time  sheet  approval,  or  firing,  to  another  component  of  the  system  such  as  an  agen- 
cy or  an  advocate.  Indeed,  many  people  who  work  or  attend  school  full  time  will  not 
have  enough  hours  in  the  day  to  operate  what  amounts  to  a  small  business  (of  em- 
ploying personal  assistants)  in  addition  to  their  regular  activities. 

We  must  reco^poize,  too,  that  some  consumers  oi  long  term  services  wiU  not  have 
the  cognitive  abilities  to  fully  manage  all  aspects  of  their  services.  We  must  have 
a  mechanism  that  allows  them  the  maximum  participation  possible  in  planning, 
managing,  and  evaluation  of  their  long  term  supports,  especially  in  designating 
needed  services,  choosing  appropriate  workers^  and  determining  quality. 

A  Service  Coordinator  could  be  this  mechamsm.  The  Service  Coordination  element 
could  be  a  team  consisting  of  a  Consumer,  a  Service  Coordinator,  a  Provider  or  Pro- 
viders, and,  optionally,  a  Parent  or  other  Advocate. 

12.  Infrastructure — There  are  a  small,  struggling,  yet  growing  number  of  state 
programs  delivering  long  term  services  such  as  those  proposed  in  the  Health  Secu- 
rity Act.  In  general,  these  programs  try  to  deliver  Personal  Assistance  Services 
(PAS)  despite  major  obstacles.  As  Litvak  (1993)  says: 

— The  public  PAS  system  is  inadeauate.  Only  two  million  of  the  almost  10  million 
who  neea  PAS,  received  some  or  all  PAS  services  from  publicly  funded  programs  in 
1988  (Litvak  and  Kennedy,  1991).  Services  are  inequitably  distributed  around  the 
U.S.  (Litvak,  Heumann,  and  Zukas,  1987).  The  system  is  fragmented,  complex  and 
lacks  a  comprehensive,  coordinated  policy  framework.  There  are  a  wide  variety  of 
Federal  and  State  funoing  sources  for  PAS,  and  none  of  these  sources  have  shaped 
these  programs  significantly  (Litvak  and  Kennedy,  1991).  Programs  have  developed 
in  response  to  state  and  local  needs,  priorities  and  advocacy  efforts,  and  were  de- 
signed to  target  particular  populations.  The  funding  sources  a  state  utUizes  varies 
from  state  to  state.  As  a  result  programs  differ  in  age  and  disability  groups  served 
and  not  all  disability  pt)ups  are  served  in  every  state.  Most  programs  will  serve 
people  with  physical  disabilities  but  far  fewer  serve  p>eople  with  either  cognitive  or 

f)sychiatric  disabilities.  States  vary  considerably  in  the  percentage  of  their  popu- 
ation  served  by  PAS  programs. 

It  will  be  important  for  the  new  Home  and  Community  Based  system  to  build  on 
the  limited,  but  important  experience  that  has  been  gleaned  from  the  last  15  years 
from  programs  begun  in  various  states.  The  oldest  program  is  the  In-Home  Support 
Service  (IHSS)  system  in  California.  Other  programs  include  the  Client-Managed 
Attendant  Services  program  established  in  1986,  the  Personal  Care  Assistant  Pro- 
gram founded  in  1978  in  Massachusetts,  the  Personal  Assistance  Services  Program 
started  in  1985  in  New  Jersey,  and  the  Personal  Assistance  Service  Program  in  Vir- 
ginia, which  began  in  1989.  The  Massachusetts,  New  Jersey,  Virginia,  and  Texas 
programs  are  described  in  Appendix  4.  The  Virginia  program  is  outlined  below. 

Ine  Vii^nia  program  is  based  on  principles  and  procedures  very  similar  to  those 
in  the  Health  Security  Act.  The  program  design  is  intended  to  address  multiple 
problems  and  support  greater  independence.  The  number  of  hours  needed  is  deter- 
mined by  a  team  consisting  of  the  applicant,  PAS  program  staff,  and  a  representa- 
tive of  the  independent  living  center.  The  determination  of  hours  includes  time  for 
personal  care,  mobility  assistance,  household  maintenance,  cooking,  shopping,  trans- 
portation and  assistance  with  job  or  schoolwork,  if  applicable.  Consumers  receive  a 
weekly  allotment  of  hours  based  on  individual  needs.  The  time  may  be  scheduled 
during  the  week  to  receive  help  when  it  is  most  desired.  Recipients  recruit,  select, 
schedule  and  manage  one  or  more  assistants.  Assistants  may  help  with  any  tasks 
which  are  identified  in  the  needs  assessment  and  listed  on  a  contract  negotiated 
with  the  consumer.  Assistants  are  not  reauired  to  present  any  certification  or  licen- 
sure in  order  to  work.  The  quality  of  work  is  ratea  solely  by  the  consumer.  Income 
and  resources  of  the  recipient  are  considered.  A  copay  is  assessed  based  on  both  in- 
come and  expenses. 

Increasingly,  the  same  principles  being  implemented  in  PAS  programs  are  being 
utilized  in  long  term  service  and  support  programs  for  people  with  developmental 
disabilities  and  mental  Ulness.  The  principles  of  self-determination,  individual  as- 
sessment, appropriate  quality  assurance,  and  individualized  service  plans  have  been 
found  to  enaole  all  people  with  disabilities  to  live  more  independent  and  productive 
lives. 

13.  Assessment — The  appropriate  and  accurate  assessment  of  long  term  service 
needs  is  the  foundation  of^the  long  term  services  system.  It  is  critical  that  consum- 
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era  and  their  families  and  advocates  be  empowered  to  play  a  central  role  in  this 
process.  Additionally,  as  with  quality  assurance,  assessments  must  be  tailored  to 
the  individual  and  based  on  individual  and  family  needs  and  capacities.  While  there 
are  times  when  comprehensive  medical,  social,  and  other  assessments  should  be 
conducted,  there  is  no  documented  evidence  suggesting  that  requiring  all  consumers 
to  undei^go  such  a  rigorous  examination  improves  the  Quality  of  services  delivered. 
Rather,  it  diverts  money  into  unecessary  assessments  tnat  could  better  be  used  for 
service  delivery.  A  comprehensive  discussion  of  this  topic  can  be  found  in  the  paper 
Recommended  Federal  Policy  Directions  on  Personal  Assistance  Services  for  Ajneri- 
cans  with  Disabilities  in  Appendix  1. 

14.  Other  Issues — There  are  numerous  other  critical  issues  that  will  need  to  be 
addressed  in  ensuring  that  the  proposal  can  meet  the  needs  of  people  with  disabil- 
ities. These  include:  the  need  to  provide  psychiatric  services  required  over  time 
which  are  beyond  those  covered  by  the  basic  benefits  package;  the  need  to  resolve 
issues  regarding  state  medical  practice  and  nurse  practice  acts  in  relation  to  hesdth- 
related  tasks  performed  by  personal  assistance  providers  such  as  medication  admin- 
istration and  catheterization;  the  relationship  between  acute  health  services  and 
long  term  services  for  people  with  disabilities  including  clarification  of  treatment  of 
services  such  as  "outpatient"  rehabilitation  services  which  might  be  considered 
acute  or  long  term  services;  an  assessment  of  the  impact  of  the  state  option  for  mak- 
ing capitated  payments  to  health  plans  or  other  providers  for  community  based 
longterm  services;  and  the  length  of  time  until  full  implementation  of  the  long  term 
services  proposal.  The  relation^ip  between  acute  health  and  long  term  services  is 
problematic  for  all  people  with  serious  and  persistent  physical,  cognitive,  and  men- 
tal disabilities;  for  people  with  psychiatric  disabilities,  there  is  the  additional  ques- 
tion of  the  linkage  to  essential  long  term  services  for  people  who  exceed  limitations 
for  nonresidential  intensive  services  until  the  year  2001  wnen  fuU  coverage  is  sched- 
uled to  be  in  effect.  The  Task  Force  will  propose  more  specific  recommendations  in 
the  forthcoming  paper. 

Again,  CCD  looks  forward  to  working  with  this  and  other  Committees  of  Congress 
to  address  the  President's  long  term  services  proposal.  We  believe  that  long  term 
services  are  a  critical  component  of  health  reform  and  that  the  President  has  made 
a  significant  and  important  commitment  and  step  forward  with  the  proposal  of  a 
new  home  and  community  long  term  services  program  to  serve  people  with  disabil- 
ities of  all  ages  without  requiring  impoverishment  for  eligibility.  We  ui^ge  Congres- 
sional support  of  this  commitment  and  for  inclusion  of  a  strong  long  term  services 
component  in  legislation  to  restructure  the  American  he  dth  care  system.  We  pledge 
to  work  with  you  to  ensure  the  availability,  appropriateness  and  effectiveness  of 
such  supports  for  all  people  with  disabilities. 

[Appendix  1  through  6  are  retained  in  the  files  of  the  committee.] 

Senator  MncuLSKl.  Thank  you  very  much,  Mr,  Young. 

The  Consortium,  for  which  you  are  an  eloquent  spokesman,  is  a 
working  coalition  of  100  national  consumer  advocacy,  provider,  and 
professional  organizations  advocating  on  behalf  of  people  of  all  ages 
with  physical,  mental,  and  sensory  disabilities,  along  with  their 
families.  Is  that  right? 

Mr.  Young.  That  is  correct. 

Senator  MncuLSKl.  And  the  testimony  reflects  a  great  deal  of 
thinking. 

Before  I  go  into  questions,  I  would  really  like  to  thank  the  advo- 
cacy groups  for  the  deliberative  way  that  they  have  been  participat- 
ing in  the  debate  on  long-term  care.  I  guess  it  is  uniquely  Amer- 
ican. In  some  countries,  advocate  groups  are  called  dissidents,  and 
they  are  jailed;  here,  they  testify  before  Senate  committees.  We 
w£mt  to  thank  you  for  your  steadfastness  in  your  participation  and 
also  for  the  excellent  ideas  that  are  being  presented. 

It  is  my  hope  that  not  only  will  we  pass  a  long-term  care  benefit 
package  that  meets  the  criteria  that  it  is  desirable,  fiscally  achiev- 
able, and  can  operationalize  our  good  intentions,  but  that  also 
through  the  process  of  this  hearing,  we  are  really  gaining  a  great 
deal  of  background  on  how,  when  we  reauthorize  The  Older  Ameri- 
cans Act  and  work  with  our  colleague.  Senator  Dodd,  on  children's 
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work,  that  we  really  are  also  using  these  hearings  as  a  keystone 
for  what  we  will  be  doing  as  part  of  our  legislative  mandate  in 
1995. 

Let  me  now  go  to  a  couple  of  questions.  Ms.  Kuriansky,  I  was 
struck  in  your  testimony  by  the  points  that  you  made  about  cost 
saving,  but  you  also  said  something  else,  which  is  that  nearly  half 
of  hospital  emergency  room  physicians  report  an  increasing  number 
of  elderly  persons  left  at  ERs,  not  because  they  need  medical  treat- 
ment or  because  it  is  a  medical  emergency,  but  because  their  fami- 
lies are  exhausted,  and  there  is  nowhere  else  for  them  to  go. 

I  would  like  you  to  elaborate  on  that,  because  that  is  a  stunning, 
stunning  statement.  It  goes  counter  to  the  basic  values  of  our  soci- 
ety. And  I  also  note  that  the  phrase  is  not  "bring  to,"  but  "left  at." 
That  is  quite  a  verb  there. 

And  in  elaborating  on  that,  is  it  also  not  only  because  perhaps 
the  families  are  exhausted,  but  the  fact  that  they  show  up  at  that 
level  of  exhaustion  means  that  really,  there  is  the  myth  out  there 
that  there  is  information  referral,  and  that  people  know  how  to  get 
what  they  need,  and  that  they  get  most  of  all  the  information  they 
need,  which  is  a  tool  of  empowerment. 

Ms.  Kuriansky.  The  dilemmas  that  caregivers  face  are  truly  sys- 
temic problems,  and  for  too  long  we  have  made  an  effort  to  treat 
it  as  an  "individual  family  issue.  The  reality  is  that  so  many  fami- 
lies are  coping  with  a  multiplicity  of  needs  at  the  same  time — ^they 
may  have  a  young  child,  a  mother  who  has  Alzheimer's,  a  father 
or  father-in-law  who  has  recently  broken  his  hip.  You  may  have  a 
family,  particularly  with  a  woman  who  is  trying  to  both  provide  fi- 
nancially for  her  family  and  for  herself,  stuck  in  the  middle.  And 
we  have  so  often  said  this  is  just  one  more  family  responsibility; 
let  the  family  do  it.  Well,  a)  that  means  let  the  woman  do  it,  but 
b)  it  means  let  it  be  done  without  any  help  whatsoever. 

We  have  heard  some  of  the  sensationalized  stories  of  older  people 
who  have  been  left  at  the  doorstep  of  a  hospital,  who  are  wander- 
ing around  because  there  are  not  appropriate  facilities  in  the  com- 
munity to  respond  to  their  needs  and  to  their  families'  needs.  And 
it  was  both  distressing  and  validating  to  learn  of  the  study,  which 
so  points  out  the  dramatic  proportion  of  this  problem. 

Senator  MiKULSKl.  Do  you  know  the  source  of  this  study? 

Ms.  Kuriansky.  I  will  have  The  Long-Term  Care  Campaign  give 
that  to  you. 

Senator  MiKULSKl.  Thank  you.  Let  me  go  to  the  question,  be- 
cause it  goes  to  what  Mr.  McCarty  was  saying  about  case  manage- 
ment, and  also  information  and  referral. 

Obviously,  people  resort  to  family  abandonment  because  they  are 
exhausted  from  trying  to  fulfill  their  family  responsibilities.  This  is 
just  not  American.  The  point  that  I  am  making,  though,  is  you  do 
not  wake  up  1  day  and  say,  "I  am  exhausted."  You  become  ex- 
hausted over  a  period  of  time;  you  are  stretched  out,  and  there  is 
no  place  to  turn.  This  is  the  ultimate  act  of  fatalism. 

This  then  goes  to  my  point  that  really,  people  do  not  know  where 
to  turn,  that  they  obviously  did  not  make  contact  with  somebody, 
somewhere,  who  could  intervene,  which  goes  to  whether  it  is  gate- 
way or  whatever  is  the  nomenclature. 
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Am  I  right  in  that,  that  people  do  not  know  where  to  call,  and 
when  they  call,  they  get  bounced  around,  told  call  this  one,  put  on 
hold,  which  goes  to  the  McCarty  point  around  case  management — 
that  in  other  words,  there  is  the  myth  that  there  are  these  wonder- 
ful agencies  working  out  there,  there  is  this  information  and  refer- 
ral, and  gosh,  once  you  make  your  first  411  call,  they  will  be  there 
as  the  safety  net,  so  you  never  take  the  drastic  911  action  that  goes 
counter  to  our  basic  values. 

Mr.  McCarty.  I  have  a  couple  of  comments.  First  of  all,  I  think 
families  deny.  I  am  not  blaming  families.  We  are  a  denjdng  Nation. 
I  do  a  lot  of  public  speaking,  and  one  of  my  canned  speeches  is  that 
I  wish  Mr.  Rogers  would  choose  "dementia"  as  his  word  for  the 
week — can  you  say  "dementing" — because  unless  we  establish  with 
our  children  in  tne  next  generations  some  means — I  mean,  this 
aging  care  is  not  something  instinctive.  Taking  care  of  cute  little 
infants  is  something  that  is  instinctive,  but  nobody  trains  children, 
yoimg  adults,  or  aoults  until  the  crisis  occurs.  We  have  20  years 
of  Home  Care  Corporations  in  Massachusetts,  and  they  are  inte- 
grated AAA,  Home  Care,  they  have  primarily  State  dollars  and 
AoA  dollars,  integprated,  major  information  referral  systems  avail- 
able, and  still  people  arrive  at  crisis.  That  is  the  first  comment  I 
would  make,  and  again,  it  is  not  blaming  families.  I  think  this  is 
a  societal  issue  that  needs  to  be  addressed. 

The  second  is  that  in  States  like  Massachusetts  that  have  at- 
tempted some  fairly  generous  home  and  community  care,  there  is 
a  health  care  inflation  that  is  going  on  that  is  now  taking  money 
out  of  the  home  and  community  care  system.  We  have  lost  12,000 
people  in  an  average  month  by  attrition  in  the  home  and  commu- 
nity-based care  program,  because  we  have  not  gotten  a  national 
program  that  is  able  to  keep  health  care  costs  under  control.  So  the 
response  by  States  like  Massachusetts  is  case  mix  reimbursement, 
and  case  mix  for  people  with  dementing  illness  often  screens  them 
out  of  a  nursing  home.  And  families  come  to  nursing  homes  saying, 
"I  have  had  it,  I  am  burned  out."  They  get  referred  by  case  man- 
agers and  discharge  planners,  but  they  do  not  score  high  enough 
to  be  admitted  into  a  nursing  home.  They  do  not  reimburse  high 
enough.  So  they  are  kicked  back  to  the  community  and  a  commu- 
nity care  system  that  is  being  reduced  in  its  reimbursement. 

Ms.  KURIANSKY.  If  I  may,  Iwould  like  to  add  two  comments. 

Senator  MncuLSKl.  Yes,  and  then  we  will  see  if  Mr.  Young  or  Mr. 
Fields  wish  to  comment. 

Ms.  KURIANSKY.  One  issue  is  that  I  do  not  think  there  has  been 
enough  research — we  know  anecdotally,  £ind  then  unfortunately,  it 
is  often  research  that  then  becomes  the  basis  for  making  policy — 
about  where  people  get  information. 

We  know  from  some  of  the  studies  that  OWL  has  done  on 
caregivers  that  the  place  caregivers  turn  most  often  is  not  an  a^ng 
network  source,  but  their  own  family  physicians,  their  pharmacists. 
I  think  we  have  to  do  a  better  job  of  giving  information  to  people 
where  they  are  looking  for  it,  around  how  they  get  help  with 
caregivers  and  caregiving. 

The  other  issue  which  Paul  touched  on  is  that  right  now,  even 
if  you  have  all  the  information  in  the  world,  if  you  do  not  have  the 
resources  to  pay  for  these  services,  it  means  nothing.  And  we  know 
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how  expensive  any  kind  of  adult  day  care  is,  how  paltry  numbers 
of  adult  day  care  proCTams  and  slots  there  are  in  this  country,  and 
we  also  know  what  the  expense  is,  that  unless  you  are  prepared 
to  spend  down  to  poverty,  to  the  Medicaid  level,  you  are  not  able 
to  take  advantage  of  what  little  resources  there  are.  So  that  rein- 
forces, I  think,  the  need  for  the  kind  of  long-term  care  plan  that 
we  see  in  the  President's  proposal. 

Mr.  Young.  I  can  tell  you.  Senator,  that  the  most  difficult  part 
of  my  life  is  getting  those  phone  calls  that  I  get  all  too  often,  from 
a  person  or  a  family  who  is  looking  for  some  kind  of  long-term  sup- 
port and  wants  to  know  where  the  program  is,  who  they  can  call, 
who  they  can  talk  to.  And  the  best  I  can  tell  them  oftentimes  is, 
'There  is  a  waiting  list  that  I  can  help  you  get  on."  There  is  just 
not  the  capacity  out  there — there  are  not  the  dollars,  there  are  not 
the  providers.  The  information  is  great.  I  can  tell  you,  if  you  are 
eligible  for  Medicaid,  you  can  get  on  that;  if  you  happen  to  be  in 
a  good  State,  I  can  tell  you  how  to  get  on  that,  or  at  least  on  that 
State's  waiting  list — most  likely  on  their  waiting  list. 

But  other  than  that,  I  have  to  tell  a  lot  of  people,  "There  is  noth- 
ing for  you." 

Senator  MncuLSKl.  I  think  that  is  very  helpful. 

Mr.  Young,  in  your  testimony  on  page  17,  you  spoke  in  a  very 
excellent  way  about  the  issues  around  quality  assurance,  and  you 
say  it  is  one  of  the  most  important  yet  problematic  elements  of 
health  care  reform,  and  how  to  balance  the  needs  for  individual 
safety,  security  and  desires  against  taxpayer  dollars  and  I  guess 
the  issue  of  over  professionalizing. 

I  wonder  if  you  could  comment,  because  personal  care  and  the 
criteria  for  ensuring  quality  and  safety  is  obviously  a  difficult  topic. 
Would  you  like  to  comment  on  it,  and  then  I  would  like  to  engage 
in  a  conversation  with  you,  Mr.  Fields,  if  I  may. 

Mr.  Young.  Yes.  The  issue  of  quality  goes  to  many  different  lev- 
els. For  me  and  for  many  people  like  me,  quality  is  not  just  the 
temperature  of  the  bath  water,  or  whether  or  not  there  is  too  much 
or  too  little  soap  used,  or  that  sort  of  thing.  My  quality  is  really 
measured  in  terms  of  outcomes — did  I  get  to  work  on  time?  Did  I 
get  to  that  hearing  where  I  was  supposed  to  testify  on  time?  Am 
I  getting  my  meals?  Am  I  getting  down  when  I  need  to?  Am  I  get- 
ting dressed  properly?  These  are  the  things  that  really  make  a  life 
worth  living. 

I  agree  that,  yes,  the  temperature  should  not  be  so  bad  that  I  am 
not  scalded.  But  I  can  do  that  sort  of  thing.  I  can  tell  mv  assistant 
if  the  water  is  too  hot  or  too  cold.  I  do  not  need  somebody  standing 
there,  testing  the  water  with  their  finger,  to  see  if  it  is  too  cold  or 
too  hot  or  if  there  is  enough  soap  being  used. 

Other  people  need  some  more  intervention.  Other  people  need  it 
on  an  ongoing  basis,  some  people  need  it  on  an  exception  basis, 
some  people  need  something  in  between. 

The  point  is  that  we  do  not  want  to  build  a  system  wherein  ev- 
erybody gets  the  absolute  maximum  of  oversight.  We  want  to  use 
those  dolTars  to  provide  needed  services  instead  of  just  checking  to 
see  that  everybody  is  getting  a  minimum  level  of  service. 

Senator  Mikul^ki.  Could  you  elaborate,  though,  on  what  you 
think  should  be  the  standards  for  people  providing  home  health 
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care?  You  saw  how  I  raised  those  issues  with  Dr.  Stone  and  Dr. 
Torres-Gil,  and  I  wondered  what  was  the  minimum  of  the  mini- 
mum. Would  you  like  to  comment  on  that? 

Mr.  Young.  Yes.  If  you  will,  it  varies  among  persons.  I  would 
like  to  see  criminal  backeround  checks  done  on  anybody  who  comes 
into  tiie  system.  Certainly,  I  do  not  want  someone  who  has  been 
convicted  of  a  violent  crime  working  for  me.  On  the  other  hand,  I 
would  not  necessarily  want  someone  who  got  picked  up  for  shoplift- 
ing once  20  years  ago  to  be  denied  the  opportunity  to  nave  a  career 
that  might  lead  them  into  productive  society. 

I  know  that  there  are  minimum  literacy  standards  that  could  be 
imposed  for  certain  people  working  with  a  person  who  has  Alz- 
heimer's or  another  type  of  dementia  problem,  but  the  community 
that  I  represent  has  people  who  have  cognitive  disabilities  who 
could  be  direct  service  providers  for  some  people  such  as  myself  in 
this  system,  who  will  never  be  able  to  read.  And  I  would  not  like 
to  exclude  them  simply  because  they  cannot  read  or  never  would. 

So  there  are  certain  minimum  requirements  that  involve  safety 
and  security,  but  they  do  scale  them  depending  on  the  type  of  per- 
son who  is  being  served. 

Senator  Mikulski.  Mr.  Fields,  could  you  tell  us  how  you  came 
into  personal  care  and  a  little  bit  about  your  background,  and  as 
someone  who  is  a  professional  in  the  field  and  by  helping  Mr. 
Young,  you  help  the  one  so  he  can  help  the  many.  Could  you  tell 
us  a  little  bit  about  how  you  came  into  that,  what  you  think  we 
should  be  doing,  and  a  little  bit  about  yourself,  if  you  would? 

Mr.  Fields.  Yes.  I  am  originally  from  New  York  City.  My  parents 
live  on  Long  Island.  So  I  have  kind  of  a  Long  Island  attitude  and 
a  New  York/Manhattan  attitude  toward  things  and  people. 

I  moved  here  in  1988.  I  got  a  job  at  Fairfax  Opportunities,  Un- 
limited as  a  iob  coach  and  a  supervisor  for  people  with  cognitive 
and  mental  disabilities.  I  was  taking  them  back  and  forth  down- 
town, where  we  had  some  Grovernment  contracts,  showing  them 
how  to  use  Metro  and  use  a  farecard  and  that  type  of  stuff. 

Mr.  Young  was  the  chairman  of  the  board  for  Fairfax  Opportuni- 
ties at  the  time,  and  I  saw  an  ad  on  the  bulletin  board  for  a  driver 
and  a  companion.  I  thought  that  would  be  interesting  for  me  to  do, 
maybe  get  out  of  the  office  a  little  more  and  try  something  dif- 
ferent. 

I  talked  to  my  supervisor  about  it,  and  he  said  I  would  be  great 
for  that  type  of  job.  He  set  up  an  interview  with  Mr.  Young  and 
me — I  am  going  to  call  him  Tony,  if  you  don't  mind;  I  am  not  too 
used  to  that  "Mr.  Young"  stuff" — so  ne  set  up  an  interview  with 
Tony  and  me,  and  we  talked  for  a  while.  And  to  be  honest  with 
you,  he  told  me  there  were  three  or  four  other  people  who  were  ap- 
plying for  this  job.  Aff^r  our  interview  was  over,  I  think  the  fact 
that  I  just  reached  over  and  took  his  hand  and  shook  it  and  said, 
"Thank  you  very  much,"  and  did  not  treat  him  as  if  he  were  some- 
one with  a  disability,  like  I  notice  a  lot  of  people  in  society  have 
a  way  of  talking  to  people  with  disabilities  like  they  might  be 
afraid  to  touch  them  or  are  afraid  they  will  fall  apart  or  something. 
I  just  reached  over  and  took  his  hand  and  shook  it,  and  I  felt  some- 
thing— I  don't  know — ^but  he  called  me  back  and  off*ered  me  the  job 
as  his  driver  and  companion. 
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At  the  time,  we  were  doing  some  local  stuff  for  Fairfax  Opportu- 
nities, like  going  to  Richmond  and  speaking,  staying  pretty  local. 
The  American  Rehabilitation  Association,  formerly  the  National 
Association  of  Rehabilitation  Facilities,  asked  Tony  and  me  to  come 
out  to  their  annual  conference  in  San  Francisco  and  do  a  presen- 
tation on  personal  assistance. 

We  went,  and  it  went  pretty  well.  When  we  came  back,  they  of- 
fered him  a  job  at  the  /^erican  Rehabilitation  Association.  So  I, 
being  the  driver  and  companion  that  I  am,  got  him  dressed  up  and 
ready  to  go  for  his  interview,  and  wished  him  good  luck  in  the 
lobby,  anahe  went  into  the  executive  director's  office,  and  the  exec- 
utive (Erector  came  back  out,  and  he  looked  at  me  and  said,  **You, 
too;  we  would  like  you  to  come  in  and  be  a  part  of  this,"  sort  of 
like  what  you  just  aid.  He  offered  me  a  job  also  as  a  personal  as- 
sistant, part-time  secretary  or  project  assistant,  and  we  have  been 
there  for  5  years  now,  and  I  have  been  doing  a  lot  more  speaking 
and  learning  a  lot  more. 

Now,  the  second  question  you  asked  me  about  what  made  me  get 
into  this  field 

Senator  MncuLSKl.  Well,  if  I  could,  iust  in  the  interest  of  time, 
I  think  I  know  now  how  you  connectedf  to  Mr.  Young,  and  you  are 
by  every  measure  an  exceptional  person  and  an  articulate  person. 
Speaking  if  you  could  about  others  who  do  these  services,  and 
knowing,  I  am  sure,  because  of  your  length  of  work  with  Tony,  that 
you  would  want  the  health  and  safety  of  your  client  protected  and 
so  on,  what  would  you  say  to  the  committee  about  what  standards 
we  should  have  for  people  giving  personal  care,  and  what  would  be 
the  minimum  standards,  where  we  do  not  so  overprofessionalize  it, 
but  it  takes  certain  kinds  of  things. 

Mr.  Field.  I  do  not  think  you  have  to  be  a  doctor  or  an  M.D.  to 
be  a  personal  assistant.  I  think  a  personal  assistant  should  treat 
a  person  the  way  they  would  like  to  be  treated.  I  do  not  do  any- 
thing more  for  Mr.  Young  than  I  would  do  for  myself  or  someone 
in  my  own  family.  Sometimes,  it  can  be  too  much.  There  are  a  lot 
of  things  he  can  do  on  his  own.  and  there  are  lots  of  times  you  can 
smother  a  person  bv  tpdng  to  do  too  much  for  them. 

I  think  you  should  just  do  what  you  would  do  normally  for  your- 
self. What  I  would  normally  drink  during  the  day,  normally,  he 
would  probably  pretty  much  do  the  same,  I  ask  him  a  lot  what  is 
it  that  he  would  like,  or  how  he  would  like  it  to  be  done.  Commu- 
nication is  probably  one  of  the  big  things  you  need  to  be  a  personal 
assistant,  and  a  positive  attitude.  You  need  to  like  people.  I  do  not 
think  everybody  can  be  a  personal  assistant.  It  would  just  make  it 
harder  for  you  and  that  person  whom  you  are  assisting. 

It  is  really  hard  to  say.  So  many  people  say  to  me 

Senator  MiKULSKl.  And  what  about  the  issue  of  a  criminal 
record? 

Mr.  Fields.  I  agree,  you  would  not  want  anybody  with  a  criminal 
record,  although  it  depends  upon  what  the  crime  is.  As  Mr.  Young 
said,  for  someone  who  did  something  20  or  30  years  ago,  it  is  not 
fair  to  penalize  them  from  a  job  later  on. 

Senator  MiKULSKl.  So  you  are  saying,  first  of  all,  the  nature  of 
the  crime,  and  second,  the  length  of  time  that  someone  has  been 
shall  we  say  "clean'7 
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Mr.  Fields.  Yes, 

Senator  Mikulski.  What  about  the  issues  around  Hteracy? 

Mr.  Fields.  Well,  from  the  earlier  panel,  and  you  raised  the 
issue  of  literacy  and  reading  prescriptions  and  so  on,  I  think  if  they 
are  not  literate,  they  cannot  administer  medications  unless  they 
have  been  told  the  blue  ones  at  8  o'clock,  the  red  ones  at  7:30.  That 
should  not  be  a  hindrance  for  them  to  get  the  job.  Maybe  with  some 
education,  maybe  they  can  get  some  reading  skills  while  they  are 
working  as  a  personal  assistant  for  someone. 

If  you  show  them  what  to  do — a  lot  of  people  do  not  know  how 
to  read  and  have  lived  long  lives,  and  no  one  ever  knew. 

Senator  Mikulski.  But  they  cared  only  for  themselves,  or  maybe 
for  a  family.  And  I  do  not  want  to  minimize  that,  but  as  part  of 
your  responsibility,  do  you  go  shopping? 

Mr.  Fields.  Yes,  occasionally. 

Senator  Mikulski.  So  it  does  require  being  able  to  say  that  is 
what  the  cereal  is,  this  is  what  the  milk  is,  and  so  on. 

Mr.  Fields.  Yes. 

Senator  Mikulski.  And  for  others — ^Mr.  Young  is  an  extraor- 
dinary person,  highly  motivated  and  ^fted  in  many  ways — but  Mr. 
McCarty's  clientele  are  people  who  might  have  once  been  that,  and 
in  their  hearts  still  are,  but  their  ability  to  speak,  communicate,  re- 
member, and  so  on  will  not  be  there.  So  that,  for  example,  my  dear 
father  who  had  Alzheimer's  had  my  mother,  myself,  adult  day  care, 
and  all  of  those  things,  but  my  father  could  not  have  said,  "Get  me 
the  pills,  and  I  need  the  blue  one."  And  also,  if  anything  negative 
were  going  on  with  my  father,  he  could  not  have  told  us  that.  So 
when  we  sought  our  care,  we  had  to  be  sure  about  the  quality  that 
was  going  to  occur  there,  because  while  they  talked  about  how 
there  was  going  to  be  this  great  consumer  involvement,  you  have 
got  to  know. 

Mr.  Young,  and  then  Mr.  McCarty  or  Ms.  Kuriansky,  if  you  want 
to  comment. 

Mr,  Young.  One  of  the  aspects  of  the  individual  service  plan  and 
quality  assurance  that  is  outlined  in  my  written  testimony  is  the 
nature  of  using  this  individualized  assessment  which  is  required 
and  the  individual  service  plan  which  is  also  required  to  not  only 
do  a  needs  assessment  and  a  plan  of  services,  but  also  to  put  down 
the  requirements  of  the  individuals  who  are  going  to  provide  the 
services.  So  that  if  a  person  needed  someone  who  was  literate  or 
who  had  a  certain  skill  beyond  just  reading  prescriptions — I  mean 
a  person  who  may  require  someone  who  is  fluent  in  American  sign 
language,  who  is  certified,  or  is  certified  in  some  other  skill,  so  that 
we  can  use  that  as  a  quality  control  mechanism  as  well — we  lay 
out  exactly  what  the  needs  are,  exactly  what  the  services  will  be, 
precisely  what  the  individual  skill  levels  and  certifications  are,  and 
then  the  outcomes,  and  that  is  the  basis  of  your  quality  assurance 
system  as  well. 

Senator  Mikulski.  Which  then  takes  us  back  to  the  case  man- 
agement, or  service  coordinator  or  service  overseer,  meaning  over- 
sight, that  would  be  so  crucial,  because  they  would  then  see  if  the 
personal  care  matched  the  personal  need. 

Am  I  right  in  that,  Mr.  McCarty? 

Mr.  McCarty.  That  is  absolutely  correct. 


64 

Senator  Mikulski.  So  it  should  not  be  an  optional  service. 

Mr.  McCarty.  You  are  reading  my  notes.  You  have  great  eye- 
sight from  that  distance;  you  have  read  my  notes. 

Senator  Mikulski.  And  I  can  read  upside-down,  too.  I  was  a 
great  college  teacher.  [Laughter.] 

Mr.  McCarty.  No.  My  talent  is  writing  upside-down;  your  talent 
is  seeing  that  far. 

Senator  Mikulski.  But  I  could  read  upside-down  when  I  met 
with  Dick  Darman  on  the  budget,  too.  [Laughter.] 

Mr.  McCarty.  I  am  just  putting  in  place  as  part  of  my  corpora- 
tion under  Robert  Wood  Foundation  support  an  in-home  companion 
model  specifically  for  dementia.  So  I  am  struggling  with  these  cri- 
teria on  a  provider  level.  Let  me  comment  as  the  executive  director 
of  an  organization  that  is  doing  that. 

We  are  requiring  a  criminal  records  check.  There  is  no  question. 
We  have  child  day  care  in  our  organization,  also,  and  all  of  our 
teachers  are  checked. 

We  certainly  would  require  as  a  result  of  the  requirement  to  fill 
out  applications,  literacy.  There  is  a  built-in  literacy  test.  We  ask 
people  to  fill  out  the  application,  and  they  have  to  read  and  re- 
spond, so  there  is  almost  a  built-in  literacy  test. 

We  also  require  a  driving  record  safety  check.  If  these  people  are 
going  to  be  teking  our  clients  to  and  from  the  mall,  for  example, 
as  companions,  or  even  doing  shopping,  we  want  to  make  sure  that 
those  people  who  are  on  the  road  do  not  have  extensive  driving 
record  problems. 

And  we  also  require  specialized  training.  Now,  the  care  manager, 
if  they  have  contracts  with  a  wide  enough  variety  of  organiza- 
tions— and  this  is  going  to  vary  from  county  to  count>^.  State  to 
State,  and  that  willbe  an  issue,  of  course,  building  the  infrastruc- 
ture— Massachusetts  has  20  years  of  building  its  infrastructure, 
and  it  has  poured  over  $1  billion  of  State  dollars  alone — we  are  not 
talking  Medicaid — into  this  system  over  the  past  20  years,  and 
each  of  those  Home  Care  Corporations  has  a  wide  variety  of  con- 
tracts that  range  from  adult  day  care  to  specialized  day  care  to  in- 
home  companion,  etc. 

Senator  Mikulski.  Joan,  did  you  want  to  say  anything  to  wrap 
up? 

Ms.  KuRiANSKY.  Only  that  I  think  it  is  essential  that  as  we  de- 
velop these  measures,  when  we  look  at  who  is  defined  as  a 
consumer  representative,  whether  it  is  established  on  the  national 
level  or  the  State  level,  that  we  be  clear  that  these  are  truly  con- 
sumers who  can  speak  from  the  expertise  that  we  have  heard 
today,  some  professional,  some  nonprofessional. 

I  am  speaking  more  from  the  OWL  perspective  at  this  point.  It 
Hiakes  us  quite  anxious  to  have  the  lack  of  definitions  around  par- 
ticipation as  well  as  around  the  definitions  of  quality. 

Senator  Mikulski.  I  think  that  is  very  helpful,  and  my  point,  of 
course,  to  the  administration  is  that  all  of  these  things  need  to  be 
really  fleshed  out  and  be  ready  presuming  the  plan  will  pass. 
Whether  the  plan  passes  or  not,  we  need  to  address  these  issues. 
Whether  the  plan  passes  or  not,  we  need  to  address  these  issues, 
and  I  intend  to  continue  to  be  an  advocate  along  those  lines,  and 
I  know  you  all  will  continue  to  do  so,  where  our  stands  are  based 
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on  common  sense.  I  think  this  is  really  what  we  are  saying,  that 
sometimes  what  is  common  sense,  when  operation alized  through  a 
bureaucracy,  does  not  always  work  out.  So  we  do  not  want  stand- 
ards so  low  that  people  are  at  risk,  and  yet  we  do  not  want  to 
overprofessionalize  or,  as  you  said,  Mr.  Fields,  overprotect.  That  is 
not  necessary. 

And  of  course,  Mr.  McCarty,  your  whole  point  is  do  not  bulk  up 
to  the  worst  case  scenario  because  it  will  be  too  expensive.  And  I 
believe  that  was  your  point  as  well,  Mr.  Young. 

Mr.  Young.  Yes,  that  is  correct. 

Senator  Mikulski.  And  Mr.  Fields,  you  have  made  a  really  very 
important  contribution,  obviously,  to  this  testimony  and  to,  as  I 
said,  helping  the  one  so  he  C£in  help  the  many. 

I  think  that  covers  it  for  today,  and  I  want  to  thank  all  of  you 
for  your  participation.  We  will  look  forward  to  working  with  you  as 
the  legislation  moves  ahead. 

This  committee  stands  in  recess  until  Thursday  at  10  a.m.,  when 
we  will  continue  taking  testimony  and  will  be  looking  at  State 
plans  and  questions  of  case  management  and  so  on. 

All  the  best,  and  again,  many  thanks. 

[Whereupon,  at  12:22  p.m.,  the  subcommittee  was  adjourned.] 
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THURSDAY,  APRIL  14,  1994 

U.S.  Senate, 
Subcommittee  on  Aging,  of  the  Committee  on  Labor  and 

Human  Resources, 

Washington,  DC. 
The  subcommittee  met,  pursuant  to  notice,  at  9:36  a.m.,  in  room 
SD-430,  Dirksen  Senate  Office  Building,  Senator  Barbara  A.  Mi- 
kulski  (chairman  of  the  subcommittee)  presiding. 
Present:  Senators  Mikulski,  Wellstone,  and  Gregg. 

Opening  Statement  of  Senator  Mikulski 

Senator  Mikulski,  Good  morning,  everybody.  I  would  like  to  call 
the  subcommittee  to  order. 

Toda/s  hearing  is  the  second  of  a  two-part  hearing  on  the  Presi- 
dent's proposal  for  a  new  home  and  community-based  long-term 
care  program.  The  first  part  of  the  hearing  took  place  earlier  this 
week,  on  Monday.  During  that  hearing,  the  subcommittee  heard 
from  the  administration  and  from  representatives  of  the  elderly 
and  disabled  community.  We  learne-  from  the  administration 
about  the  specifics  of  the  home  and  communitv-based  program  and 
their  plans  for  implementing  the  bill.  We  also  neard  about  the  com- 
pelling need  for  long-term  care  from  the  advocates,  as  well  as  ways 
we  might  improve  the  bill. 

Today,  we  continue  our  examination  of  the  President's  plan  and 
how  it  will  work.  We  will  begin  to  look  at  existing  home  and  com- 
munity-based long-term  care  programs.  So  much  of  the  innovation 
and  experience  for  these  programs  has  been  developed  in  the 
States  over  the  last  2  years,  and  our  hearing  would  not  be  complete 
without  the  State  perspective  in  this  new  Federal-State  partner- 
ship. 

We  also  will  be  looking  more  closely  at  issues  around  assessment 
and  case  management,  two  critical  ways  on  assuring  the  delivery 
of  quality  services,  as  well  as  innovative  national  and  State  models. 

I  believe  that  if  we  are  truly  going  to  achieve  health  care  reform, 
we  must  address  the  long-term  cares  of  our  Nation.  Demography 
is  destiny,  and  by  the  year  2030,  the  number  of  retirees  will  double 
and  the  number  of  elderly  over  the  age  of  85  will  triple. 

But  this  is  not  just  an  issue  for  the  elderly.  Many  others  in  our 
country  suffer  from  chronic  disabling  conditions.  Hundreds  of  thou- 
sands of  family  members  care  for  their  loved  ones  without  the  help 
and  support  they  need. 
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I  think  it  is  only  fair  to  say  that  long-term  care  in  America  today 
is,  at  very  best,  a  patchwork  of  financing,  deliveiy  systems,  fre- 
quently piggybacking  on  programs  that  were  not  designed  to  de- 
liver chronic  care;  at  worst,  it  is  a  system  that  is  not  there  at  all 
when  people  need  it. 

States  have  been  largely  on  their  own.  The  Clinton  plan  hope- 
fully will  change  tihat.  However,  it  is  fair  to  say  that  we  are  con- 
cerned about  the  issues  around  who  will  determine  eligibility,  how 
will  that  eligibiUty  be  determined,  the  issues  around  geriatric  eval- 
uation and  its  lack  of  definition  and  uniformity,  and  also  the  fact 
that  case  management  is  an  optional  component  of  the  Clinton  rec- 
ommendations, when  to  us,  you  need  case  management  to  ensure 
that  the  care  is  being  given. 

I  speak  to  so  many  people  in  my  own  community  in  which  most 
families  are  the  case  managers.  Now,  I  happen  to  believe  —  and 
I  do  know  my  Republican  colleague.  Senator  Gregg,  does  —  that  in 
all  of  these  situations,  the  family  is  first  and  foremost,  and  it  is 
families  who  often  will  be  the  care  manager,  but  the  case  manage- 
ment and  the  coordination  often  need  to  be  there  to  help  families 
to  be  able  to  do  the  care. 

Having  said  that,  I  would  now  like  to  turn  to  Senator  Gregg  for 
any  comments  he  wishes  to  make,  and  then  we  will  move  on  to  our 
panel, 

[The  prepared  statement  of  Senator  Mikulski  follows:] 

Prepared  Statement  of  Senator  Mikulski 

Today's  hearing  is  the  second  of  a  two-part  hearing  on  the  Presi- 
dent's proposal  for  a  new  home  and  community-based  long-term 
care  program.  The  first  part  of  the  hearing  took  place  earlier  this 
week  on  Monday. 

During  that  hearing,  the  subcommittee  heard  from  the  Adminis- 
tration and  from  representatives  of  the  elderly  and  disabled  com- 
munity. We  learned  firom  the  Administration  about  the  specifics  of 
the  home  and  community-based  program  and  their  plans  for  imple- 
menting the  bill. 

We  also  hear  about  the  compelling  need  for  long-term  care  from 
the  advocates  as  well  as  ways  we  might  improve  the  bills. 

Today  we  will  continue  our  examination  of  the  President's  plan 
and  how  it  will  work.  We  will  begin  by  looking  at  existing  home 
and  community-based  long-term  care  programs.  So  much  of  the  in- 
novation and  experience  for  home  and  community -based  long-term 
care  has  been  developed  in  the  States  over  the  last  two  decades. 
And  our  hearing  would  not  be  complete  without  the  State  perspec- 
tive in  this  new  Federal-State  partnership. 

We  will  also  be  looking  more  closely  at  issues  around  assessment 
and  case  management — two  critical  ways  in  assuring  the  delivery 
of  quality  services — as  well  as  at  innovative  national  and  State 
models  for  the  delivery  of  long-term  care  services. 

I  believe  that  if  we  are  truly  going  to  achieve  health  care  re- 
form— ^we  must  address  the  long-term  care  needs  of  our  Nation.  De- 
mography is  destiny.  We  know  by  the  vear  2030  the  number  of  re- 
tirees will  double,  and  the  number  of  elderly  over  the  age  of  85  will 
triple. 
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But  this  isn't  just  an  issue  for  the  elderly.  Msiny  Americans  suf- 
fer from  a  chronic  disabling  condition — that  requires  ongoing  home 
care  services.  Hundreds  of  thousands  of  family  members  care  for 
their  loved  ones  without  the  help  and  support  they  need. 

I  think  that  it  is  fair  to  say  that  long-term  care  in  America  today 
is — at  very  best — a  patchwork  of  financing  and  delivery  systems, 
frequently  piggybacking  on  programs  that  were  not  designed  to  de- 
liver chronic  care;  at  worst — it  is  a  system  that  is  not  there  at  all 
when  people  need  it. 

States  have  been  largely  on  their  own.  The  Clinton  plan  will 
change  that.  However,  it  is  fair  to  say  it  will  build  a  unique  Fed- 
eral State  partnership  to  get  services  to  those  most  in  need. 

It's  not  a  perfect  program,  but  we  are  here  this  week  to  find  out 
how  to  make  it  better — how  to  make  sure  that  the  final  legislation 
we  adopt  is  desirable,  fiscally  achievable,  and  produces  a  program 
we  can  all  be  proud  of. 

As  Chair  of  the  Aging  subcommittee,  I  feel  a  special  responsibil- 
ity to  make  sure  that  this  program  will  be  a  part  of  any  health  in- 
surance reform  bill  adopted  by  Congress.  The  home  and  commu- 
nity-based program  will  be  a  $38.3  billion  annual  program  when 
f\illy  phased-in.  Sixty-seven  percent  of  the  more  than  3  million  ex- 
pected to  receive  benefits  will  be  65  years  or  older. 

That  is  why  this  program  is  so  important.  And  why  this  hearing 
is  so  important.  We  must  be  sure  that  we  learn  from  the  programs 
that  are  out  there  doing  good  things  in  home  and  community-oased 
long-term  care  services.  We  know  the  need  is  out  there.  We  know 
that  the  need  will  only  become  more  pronounced.  We  don't  have 
time  or  money  to  waste. 

Opening  Statement  of  Senator  Gregg 

Senator  Gregg.  I  appreciate  the  chairman's  holding  this  hearing 
and  recognize,  as  our  witnesses  do,  that  the  issue  of  long-term  care 
is  a  critical  one;  in  fact,  as  we  look  out  into  the  future  £ind  we  see 
the  aging  of  the  postwar  baby  boom  generation,  we  recognize  that 
the  demographics  put  a  huge  premium  on  resolving  this  issue  early 
so  that  we  do  not  get  into  the  problems  which  we  have  confronted 
with  other  generational  issues  where,  when  the  generation  that 
needs  the  service  arrives  and  finds,  when  it  desires  the  service, 
that  the  service  cannot  be  afforded,  and  it  has  not  been  properly 
planned  for. 

However,  in  addressing  the  issue,  I  do  feel  that  we  must  stress 
some  basic,  fundamental  concerns.  One  of  them  has  to  be  the  fact 
that  we  should  recognize  the  long-term  care  in  this  Nation  has  tra- 
ditionally been  handled  within  the  family  and  that  there  is  a  sig- 
nificant obligation  of  the  family  to  be  a  participant  both  on  a  per- 
sonal level  and  a  social  level,  but  also  on  a  financial  level  in  the 
care  of  those  people  who  are  no  longer  able  to  care  for  themselves, 
or  who  simply  need  greater  assistance. 

We  also  must  be  concerned,  as  a  corollary  to  that  issue,  about 
what  is  called  the  "woodwork  effect,"  which  is  that  when  you  set 
up  a  Federal  program  which  assists  in  funding  or  undertakes  the 
funding  of  certain  long-term  care  activity,  that  there  is  a  natural 
inclination  of  human  nature  to  transfer  to  that  program  the  costs 
which  had  otherwise  been  borne  by  the  families  or  by  the  individ- 
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ual.  We  have  certainly  seen  that  already,  or  have  seen  that  as 
being  a  consistent  problem  throughout  the  Medicaid  issue  and  the 
question  of  spend-down  of  assets,  which  has  of  course  been  a  very 
knotty  and  difficult  one  to  handle  in  the  Medicaid  accounts. 

My  concerns  with  the  Clinton  plan  are  numerous.  I  do  not  be- 
lieve it  is  going  to  end  up  being  passed  in  the  form  it  has  been  pre- 
sented laecause  of  those  concerns,  which  I  think  are  obvious.  But 
one  that  I  find  most  immediate  to  myself  and  to  other  folks  who 
have  significant  State  relationships  is  that  it  creates  a  huge  un- 
funded mandate  on  the  States,  probably  one  of  the  largest  that  is 
in  the  entire  health  care  package.  And  it  is  very  difficult  for  myself 
as  a  former  State  official  and  for  other  State  people  who  are  con- 
cerned about  the  thrust  of  the  Federal  Gk)vernment  in  creating  new 
programs,  but  causing  lower  levels  of  government  to  pay  for  them, 
to  justify  creating  another  such  entity  in  the  long-term  care  area. 

We  do  have  to  address  the  long-term  care  issue.  It  is  a  major 
issue  of  public  policy  for  us,  and  it  would  be  nice  if  we  could  ad- 
dress it  early.  We  attempted  to  address  it  in  the  catastrophic  care 
package,  which  I  was  actively  involved  in  when  I  served  in  the 
otherbody,  as  was  Senator  Mikulski,  but  that  did  not  work,  so  we 
will  take  another  run  at  it.  Hopefully,  we  can  do  a  better  job. 

Senator  Mekulski.  Thank  you  very  much,  Senator  Gregg,  and  I 
think  we  all  share  those  same  concerns. 

Senator  Mikulski.  Let  us  now  turn  to  the  panel  that  will  focus 
on  State  home  and  community-based  long-term  care  programs. 
This  panel  will  address  what  services  are  currently  provided,  who 
is  being  served,  and  how  States  determine  eligibility  and  how 
States  ensure  that  quality  services  are  delivered. 

We  are  first  going  to  turn  to  Mr.  Joe  Delfico,  the  director  of 
GAO's  Health,  Education  and  Human  Services  Division.  He  is  re- 
sponsible for  income  security,  aging  and  manv  other  issues. 

I  would  like  to  take  this  opportunity  in  behalf  of  the  subcommit- 
tee to  thank  you  for  the  excellent  background  work  you  have  been 
doing  both  for  us  and  for  Senator  Moynihan  on  issues  like  eligi- 
bility, geriatric  evaluation,  and  all  those  things  that  go  to  these  ad- 
ministrative concerns  that  could  just  be  a  nightmare. 

So  please  proceed,  and  then  we  will  turn  to  our  friends  from  the 
States. 

STATEMENTS  OF  JOSEPH  DELFICO,  DIRECTOR,  INCOME  SECU- 
RITY  ISSUES,  UJS.  GENERAL  ACCOUNTING  OFFICE;  CHRIS- 
TINE  GIANOPOULOS,  DIRECTOR,  MAINE  BUREAU  OF  ELDER 
AND  ADULT  SERVICES,  AUGUSTA,  ME;  AND  DONNA 
MCDOWELL,  DIRECTOR,  WISCONSIN  BUREAU  ON  AGING,  DI- 
VISION  OF  COMMUNITY  SERVICES,  MADISON,  WI 

Mr.  Delfico.  Thank  you.  Senator  Mikulski. 

Madam  Chair  and  Senator  Gregg,  I  am  pleased  to  be  here  today 
to  discuss  long-term  care  reform.  As  you  know,  and  as  you  men- 
tioned earlier,  demographic  pressures,  rising  expenditures,  and  dis- 
satisfaction with  current  services  provide  a  compelling  rationale  for 
such  reform. 

In  response  to  these  concerns,  the  administration  has  proposed 
long-term  care  reform  as  part  of  the  Health  Security  Act,  as  you 
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have  already  mentioned.  Other  long-term  care  proposals  also  have 
been  introduced  or  will  be  introduced  in  the  Congfress. 

At  your  request,  my  testimony  today  will  cover  three  aspects  of 
the  home  and  community-based  portion  of  the  administration's  re- 
form proposal.  These  aspects  are  eligibility,  State  service  capacity, 
and  the  Federal  role  in  tnis  legislation. 

Regarding  eligibility,  the  administration's  proposal  which  enti- 
tled States  to  a  capped  amount  of  dollars  to  provide  home  and  com- 
munity-based services  specifies  eligibility  criteria  as  to  who  may  re- 
ceive those  services.  Knowledge  of  how  to  determine  eligibility  for 
home  and  community-based  services,  however,  especially  across  dif- 
ferent disability  and  age  groups,  is  still  evolving.  These  criteria  will 
need  additional  consideration  in  light  of  this  lack  of  knowledge. 

Any  new  legislation  should  not  lock  in  imperfect  eligibility  meas- 
ures now,  but  rather  should  evolve  as  knowledge  increases. 

In  addition,  because  Federal  funding  would  be  phased  in  over  7 
years,  but  eligibility  would  not,  we  believe  more  thought  should  be 
given  to  how  States  should  prioritize  service  eligibility  during  this 
period.  Program  administration  and  service  delivery  under  the  pro- 
posal is  left  to  the  States  to  organize  as  they  believe  most  appro- 
priate. Today,  State  long-term  care  infrastructures  vary  consider- 
ably, and  the  States  have  differing  capacities  for  providing  more 
services,  serving  additional  people,  and  absorbing  new  dollars.  This 
unevenness  may  result  in  less  than  ideal  use  of  program  funds  or 
a  lack  of  services  available  to  fulfill  individualized  care  plans.  To 
avoid  these  unintended  outcomes,  States  with  less  developed  infra- 
structures will  need  technical  assistance  targeted  to  assuring  that 
program  funds  are  well-spent  and  that  service  capacities  are  im- 
proved. 

In  addition,  it  may  be  useful  to  include  provisions  allowing  par- 
ticipating States  to  cany  over  imspent  funds  to  later  years  if  they 
cannot  initially  spend  all  their  allocated  funds. 

As  yet,  no  Federal  entity  has  been  given  responsibility  for  imple- 
menting that  proposal,  nor  have  Federal  resources  to  carry  out 
monitoring  and  technical  assistance  tasks  been  identified.  The  leg- 
islation's innovative  approach  necessitates  more  clarification  on  the 
Federal  role  and  its  implementation. 

Two  defining  elements  of  appropriate  roles  are  the  need  to  distin- 
guish good  and  bad  variations  in  State  programs,  and  the  capacity 
of  the  Federal  Government  to  recognize  and  encourage  good  vari- 
ations while  discouraging  bad  ones.  Encouraging  flexibility  while 
avoiding  unintended  outcomes  could  be  facilitated  by  technical  as- 
sistance for  and  monitoring  of  the  implementation  process.  The 
Federal  Government  could  play  a  key  role  in  identifying  long-term 
care  practices  that  work  well  and  helping  the  States  use  this  infor- 
mation. 

In  addition,  ongoing  monitoring  and  feedback  on  problems  and 
successes  witn  implementation  could  provide  data  for  midcourse 
corrections.  At  present,  however,  legislative  language  appears  to 
focus  more  on  Federal  monitoring  of  State  plans  than  broad  imple- 
mentation. We  believe  the  Federal  focus  should  be  broader. 

Passage  of  any  long-term  care  reform  legislation  is  the  first  step 
of  a  long  process  and  not  the  final  word  on  how  the  Nation  meets 
its  long-term  care  needs.   Knowing  about  determining  long-term 
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care  services  and  needs  derived  largely  from  experiences  of  innova- 
tive States,  suggests  thus  far  that  State  flejcibility  is  the  best  way 
to  meet  wideWoiverse  needs  of  individuals  in  the  community.  Be- 
cause of  its  flexibility,  this  legislation  would  require  a  different 
Federal  role,  largely  one  of  partnership  with  the  States  in  the  de- 
sign, administration  and  monitoring  of  programs. 

If  the  Health  Security  Act  is  adopted,  additional  consideration 
should  be  given  as  to  me  specifics  of  this  Federal  role  as  well  as 
better  guidance  to  the  States  on  eligibility  determinations  and  how 
the  States  with  less  capacity  can  be  assisted  in  wisely  using  these 
program  funds. 

In  the  final  analysis,  the  ultimate  success  of  this  program  will 
depend  on  the  balance  struck  between  Federal  involvement  and 
State  flexibility.  Given  the  Federal  funds  proposed  and  the  Federal 
Government's  responsibility  to  the  taxpayers  to  assure  that  these 
funds  are  spent  wisely  and  justly  on  the  one  hand,  and  the  States' 
investment  in  long-term  care  and  their  experience  in  nmning  these 

Erograms  on  the  oUier,  striking  this  balance  will  be  a  continuing 
ut  not  impossible  challenge. 

Madam  Chair,  this  concludes  my  remarks.  I  am  happy  to  answer 
any  questions  that  you  or  Senate  Gregg  may  have. 
Senator  Mikulski.  Thank  you  very  much. 
[The  prepared  statement  of  Mr.  Delfico  follows:] 

Prepared  Statement  of  Mr.  Delfico 

SUMMARY 

Demographic  pressures,  rising  expenditures,  and  dissatisfaction  with  services  pro- 
vide a  compelling  rationale  for  long-term  care  reform.  Currently  there  are  several 
legislative  proposals  that  seek  to  eiuier  improve  existing  federal  long-term  care  pro- 
grams, create  new  programs,  or  expand  the  role  of  the  private  sector.  At  the  Sub- 
committee's request,  GAG'S  testimony  covered  three  aspects  of  the  home  and  com- 
munity-based services  portion  of  the  Health  Security  Act,  the  Administration's  re- 
form proposal.  These  aspects  are  eligibility,  states'  service  capacity,  and  the  federal 
role  in  this  legislation. 

The  Administration's  proposal,  which  entitles  states  to  a  capped  amount  of  dollars 
to  provide  home  and  community-based  services,  includes  eligibility  criteria  as  to  who 
may  receive  those  services.  These  criteria  need  additional  consideration.including 
how  eligibility  will  be  determined  during  the  phase-in  of  federal  funding.  Modifica- 
tions to  the  plan  could  include  more  latitude  to  the  states  in  eligibility  determina- 
tion and  updating  eligibility  criteria  over  time,  as  well  as  phased-in  eligibility  re- 
quirements or  guidance  to  states  on  service  priorities  until  the  full  allotment  of 
funding  is  available. 

Program  administration  and  service  delivery  under  the  proposal  is  left  to  the 
states  to  organize  as  they  choose.  Today,  state  long-term  care  infrastructures  vary 
considerably,  and  states  have  differing  capacities  for  providing  more  services,  serv- 
ing additional  people,  and  absorbing  new  program  dollars.  To  avoid  unintended  pro- 
gram outcomes,  states  with  less  developed  intrastructures  will  need  technical  assist- 
ance to  assure  program  funds  are  well  spent  and  that  service  capacities  are  im- 
proved. 

At  present,  no  entity  has  been  given  federal  responsibility  for  implementation. 
Furthermore,  the  federal  role  in  implementing  the  Administration's  proposal  needs 
clarification  given  the  legislation's  innovative  approach.  Two  defining  elements  of  an 
appropriate  role  are  (1)  Sie  need  to  distinguish  good  and  bad  variations  in  state  pro- 
grams and  (2)  the  capacity  of  the  federal  government  to  recognize  and  encourage 
good  variation  while  discouraging  the  bad.  Encouraging  flexibility  while  avoiding 
unintended  outcomes  could  be  facilitated  by  technical  assistance  for  and  monitoring 
of  the  implementation  process. 

Passage  of  any  long-term  care  reform  legislation  is  the  first  step  of  a  long  process 
and  not  the  final  word  on  how  the  nation  meets  long-term  care  needs.  This  legisla- 
tion would  require  a  different  federal  role,  largely  one  of  partnership  with  the  states 
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in  the  design,  administration,  and  monitoring  of  programs.  If  the  Health  Security 
Act  is  adopted,  additional  consideration  should  be  given  as  to  the  specifics  of  this 
federal  role,  as  well  as  better  guidance  to  the  states  on  eligibility  determination  and 
how  states  with  less  capacity  can  be  assisted  in  wisely  using  program  funds. 

Madam  Chair  and  members  of  the  subcommittee,  I  am  pleased  to  be  here  todav 
to  discuss  long-term  care  reform.  As  you  know,  there  is  a  growing  sense  that  sucn 
reform  is  needed  because  of  changing  demography,'  rising  costs,  and  dissatisfaction 
with  current  services.  In  response  to  these  concerns,  the  Administration  has  pro- 
posed long-term  care  reform  as  part  of  the  Health  Security  Act.  Other  long-term 
care  proposals  also  have  been  introduced  or  will  be  introduced  soon  in  Congress. 

Several  principles  of  long-term  care  reform  are  common  to  leading  state  and  inter- 
national long-term  care  initiatives.  These  principles  include  (1)  emphasizing  home 
and  community -based  services,  (2)  basing  access  on  a  Person's  ability  to  carry  out 
everyday  activities,  (3)  permitting  flexibility  in  the  services  provided  to  individuals, 
(4)  decentralizir^  decisionmaking  for  services  as  close  as  possible  to  the  person  re- 
ceiving care,  ana  (5)  controlling  costs. 

With  these  principles  in  mind,  my  remarks  today  will  focus  on  three  aspects  of 
the  Administration's  proposal  concerning  eligibility  determination,  service  capacity, 
and  the  federal  role  in  implementing  the  legislation. 

BACKGROUND 

Growing  long-term  care  need,  long-term  care  spending,  and  dissatisfaction  with 
services  are  driving  the  need  for  reform.  About  11  million  persons  of  all  ages  are 
chronically  disabled  and  depend  on  others  for  assistance  in  the  basic  tasks  of  daily 
living.  This  includes  persons  of  all  ages:  persons  with  limitations  in  activities  of 
daily  living,  persons  with  cognitive  msabiiities,  persons  with  mental  retardation, 
and  children.  These  needs  are  expected  to  increase  in  the  future. 

Though  most  persons  receive  aU  their  care  free  from  family  and  friends,  society 
spends  about  $108  billion  dollars  for  services.  Federal  and  state  government  spend!- 
ing  is  about  $70  billion.  Almost  all  the  remaining  $38  billion  is  paid  for  by  families. 
Costs  are  expected  to  increase  dramatically  in  the  future.  The  majority  of'^long-term 
care  spending  is  for  institutional  care. 

Persons  receiving  care  and  their  families  are  dissatisfied  with  the  services  cur- 
rently offered.  At  tne  core  of  their  frustration  lies  a  belief  that  services  are  often 
difficult  to  access  and  not  matched  well  with  the  diverse  needs  and  preferences  of 
disabled  individuals.  This  results  from  fragmented  funding  streams  that,  rather 
than  the  individual  needs  and  preferences  of  disabled  persons,  often  determine 
available  services. 

The  Administration's  proposal,  prompted  by  these  chaUenges,would  provide  $38 
billion  dollars  in  new  federal  funding  per  year  for  a  new  federal-state  program  of 
home  and  community -based  services,  to  be  phased  in  from  1996  to  2003.  Funding 
would  be  provided  by  a  federal  match  to  states  more  generous  than  they  currently 
receive  under  Medicaid.  The  proposal  provides  states  a  fixed  budget  for  home  and 
community-based  services  but  provides  no  entitlement  to  services  to  individuals. 
States  are  given  broad  flexibility  to  design  and  administer  programs  to  serve  per- 
sons of  all  income  ranges.  States  are  required,  however,  to  use  a  uniform  eligibility 
instrument  to  be  supplied  by  the  Secretary  of  Health  and  Human  Services,  offer 

Personal  assistance  services,  and  provide  a  plan  for  review  by  the  Secretary.  In  ad- 
ition,  the  proposal  would  liberahze  Medicaid  nursing  home  eligibility,  provide  tax 
credits  to  defray  the  costs  of  personal  assistance  services  for  persons  with  disabil- 
ities who  work,  and  both  encourage  and  regulate  private  long-term  care  insurance. 
You  asked  us  to  comment  on  the  Administration  s  proposal  for  home  and  commu- 
nity-based services  regarding  issues  frequently  encountered  in  the  launching  of  a 
new  federal  program:  (1)  How  do  persons  become  eligible  for  program  benefits?  (2) 
What  is  the  capacity  to  provide  the  benefits?  and  (3)  What  is  the  federal  govern- 
ment's role  in  assuring  successful  implementation  of  the  program?  We  are  providing 
comments  on  these  issues  based  on  long-term  care  work  we  have  completed  and 
other  work  underway  (see  attachment  I). 

ELIGIBILITY  ISSUES  POSE  SEVERAL  CHALLENGES 

One  of  the  most  challenging  elements  of  the  Administration'slong-term  care  pro- 
posal, or  indeed  any  reform  proposal,  is  eligibility  determination.  The  Administra- 
tion's home  and  community-based  services  proposal  specifies  that  persons  of  all  in- 
come levels  and  t^es  will  be  eligible  for  services.  Eligible  groups,  who  would  be  as- 
sessed with  a  uniform  instrument,  include  persons  with  limitations  in  three  or  more 
activities  of  daily  living,  individuals  with  cognitive  disabilities,  individuals  with  se- 
vere or  profound  mental  retardation,  and  severely  disabled  children. 
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Knowledge  of  how  to  drf«nnine  eligibility  for  home  and  community-based  services 
is  still  evolving.  To  help  ensure  desired  program  outcomes,  additional  attention 
needs  to  be  given  to  how  the  Administration's  program  determines  program  eligi- 
bility and  how  eligibility  will  be  determined  dunng  the  phase-in  of  federal  funding 
from  1996  to  2003. 

Administration  could  address  eligibility  challenges  by  providing  states  latitude 
and  priorities  for  phase-in  period. 

Determining  eligibility  for  services  in  any  broad-based  long-term  care  program  is 
complex.  The  need  for  long-term  care  cannot  easily  be  determined  on  the  basis  of 
a  diagnosis  or  illness.  For  example,  knowing  that  a  person  has  arthritis  or  mental 
retardation  does  not  indicate  whether  the  person  has  a  long-term  care  need.  Fur- 
thermore, not  all  persons  wit±»  the  saa«  impairment  need  long-term  care.  The  better 
indicator  is  long-term  inabihty  to  perform  age-appropriate,  everyday  tasks  of  living. 

The  greatest  challenge  of  eligibility  determination  is  the  diniculty  in  providing 
fair  ana  consistently  accurate  evaluations  of  functional  impairment  for  individuals 
of  different  age  groups  and  witii  different  underlying  limitations.  K  an  adult  is  not 
able  to  use  the  bathroom,  bathe,  and  dress,  there  may  be  a  need  for  long-term  care. 
Yet  we  cannot  measure  a  toddler's  long-term  care  needs  by  assessing  his  or  her  abil- 
ity to  do  the  same  things.  Similarly,  persons  of  the  same  age  with  (fifferent  underly- 
ing limitations  need  to  have  their  eligibilitv  determined  differently.  A  person  who 
is  paralyzed  may  not  be  able  to  get  in  and  out  of  bed  while  a  person  with  severe 
mental  retardation  mi^t  be  able  to  do  so.  Yet  both  may  have  long-term  care  needs; 
the  former  for  physicaT assistance,  the  latter  for  supervision  or  cueing  to  enable  him 
or  her  to  move  about  and  perform  other  everyday  activities  in  a  safe  and  appro- 
priate way. 

Currently,  there  is  a  lade  of  good  indicators  for  the  diverse  functional  impair- 
ments that  can  result  in  long-term  care  needs,  a  lack  of  practical  measures  of  the 
extent  of  impairment,  and  a  lack  of  knowledge  of  how  best  to  weidi  impairment 
across  diverse  individual  needs.  All  of  these  elements  are  necessary  for  fair  and  ac- 
curate ehgibUity  determination  in  a  program  serving  persons  of  different  ages  with 
diverse  disabiUties.  To  address  this  knowledge  gap,  additional  thought  needs  to  be 
given  to  the  specifics  of  how  eligibility  will  be  determined,  especially  for  persons 
with  cognitive  impairment,  severe  mental  retardation,  and  children.  Modifications 
to  the  Administration's  plan,  including  more  latitude  to  the  states  in  eligibility  de- 
termination and  updating  criteria  over  time,  could  help  compensate  for  limited 
knowledge. 

Furthermore,  any  new  legislation  should  not  lock  in  imperfect  measures  for  long- 
term  care  need  used  now,  but  rather  should  be  prepared  to  change  how  we  measure 
need  as  knowledge  increases.  To  provide  the  states  with  some  latitude,  legislative 
language  may  be  needed  to  designate  that  a  percentage  of  residual  program  funds 
may  be  used  for  persons  with  severe  long-term  care  needs  who  do  not  otherwise 
meet  the  eligibiUty  criteria  specified.  Information  provided  back  by  the  states  on 
this  population  could  be  used  to  further  refine  eligibility  criteria.  Ideas  of  this  type 
have  been  discussed  by  a  panel  of  national  experts  on  eligibility  convened  by  the 
Office  of  Technology  Assessment. 

Full  eligibility  and  partial  funding  during  phase-in  could  be  problematic. 

The  relationship  between  the  eligibility  determination  process  and  the  receipt  of 
services  during  the  phase-in  period  between  1996  and  2003  appears  to  create  a 
great  mismatch  between  tfie  number  of  persons  who  may  seek  services  and  the  re- 
sources available  to  provide  them.  Under  the  proposal,  all  eligible  may  present 
themselves  for  services  in  fiscal  year  1996,  but  only  a  fraction  of  the  fully  phased- 
in  funding  is  available.  "This  could  potentially  create  short-term  and  medium-term 
demands  for  services,  including  the  initial  screening,  service  assessment,  and  devel- 
opment of  the  individualized  care  plan,  far  beyond  the  fiscal  ability  of  states  to  pro- 
vide them. 

We  see  nothing  in  the  proposal  to  deal  with  this  apparent  imbalance,  which  could 
last  until  fiscal  year  2003,  when  the  proposal  is  fully  funded.  Given  limited  funds, 
particularly  in  the  first  several  years,  either  phasing  in  eligibility  requirements — 
for  example,  by  income  or  disability  levels — or  providing  states  with  guidance  on 
other  service  priorities  until  tJie  fiill  allotment  of  funds  is  available,  would  seem  ap- 
propriate. 

Reconciling  this  apparent  phase-in  imbalance  is  particularly  important  because 
the  program  does  not  provide  an  entitlement  to  individuals  for  service.  Making  this 
absolutely  clear  to  implementing  agencies  and  persons  who  may  need  services  is  es- 
sential to  the  success  of  the  program.  Implementation  could  be  greatly  complicated 
if  this  program,  sometimes  c^led  a  "capped  entitlement,"  was  perceived  as  an  open- 
ended  entitlement  to  service,  such  as  Medicare.  In  fact,  states  may  need  to  use  wait- 
ing lists  and  other  methods  to  deal  with  demands  when  they  exceed  resources. 
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STATES  VARY  IN  LONG-TERM  CARE  CAPACITY  AND  EXPERTISE 

Program  design,  administratioD,  and  service  delivery  under  the  Health  Security 
Act  are  left  to  the  states  to  organize  as  they  believe  appropriate,  subject  to  federal 
approval  of  their  state  plans.  This  means  that  the  ultimate  success  of  the  program 
wiD  be  defined,  in  large  part,  by  the  states'  capacities  to  deliver  services. 

Today,  state  long-term  care  infrastructures,  including  providers,  agencies,  and  ad- 
ministrative expertise,  vary  considerably.  As  a  result,  they  have  diflering  capacities 
for  providing  more  services,  serving  additional  people  1  and  absorbing  new  program 
dollars.  This  unevenness  may  result  in  the  less  than  ideal  use  of  new  program  ninds 
for  home  and  community-based  care,  or  a  lack  of  services  available  to  fiimll  individ- 
ualized replans.  To  avoid  these  unintended  outcomes,  states  with  less  developed  in- 
frastructures will  need  technical  assistance  to  assure  program  funds  are  well  spent 
and  that  service  capacities  are  improved.  In  addition,  it  may  be  useful  to  include 
a  provision  providing  that  states  that  cannot  initially  spend  all  the  funds  allocated 
to  them  are  not  penalized. 

Uneven  State  long-term  care  infrastructures  have  implications  for  program  imple- 
mentation. 

Historical  differences  in  the  use  of  federal  programs,  state  and  -local  funding,  and 
legislation  between  the  states  have  resulted  m  an  uneven  long-term  care  infrastruc- 
ture nationwide.  No  comprehensive  nationwide  data  exist,  however,  on  the  range  of 
capacity  and  infrastructure  development  both  within  and  between  states.  &me 
states  have  devoted  considerable  state  and  local  resources  to  developing  programs 
and  services  for  both  elderly  and  nonelderly  persons  with  severe  functional  impair- 
ments. They  have  often  spent  their  own  dollars,  capitalized  on  Medicaid  program 
options  to  add  services  and  reach  new  populations,  or  done  both,  as  well  as  ouilt 
service  delivery  capacity  where  certain  services  did  not  exist.  Even  among  these 
states,  significant  variation  exists  in  the  range  of  services  oflered  and  the  volume 
of  people  served.  Finally,  some  states  ofier  veiy  few  services  and  serve  fe'-'  people. 
Variations  also  exist  within  states — between  rural  and  urban  areas  and  in  different 
locations. 

Agency  staff  in  less  experienced  states,  if  they  assume  responsibility  for  the  new 
home  and  community-based  services  program,  may  well  lack  the  administrative  ex- 

f>ertise  to  arrange  for  cost-effective  and  appropriate  services  for  large  popu- 
ations.They  may  nave  little  information  and  experience  regarding  program  design 
and  implenientation,  including  negotiating  contracts  with  providers,  and  determin- 
ing appropriate  levels  and  mixes  of  services  for  recipients.  Some  areas  may  lack  suf- 
ficient staff  to  undertake  these  new  administrative  roles.  Indeed,  some  local  agen- 
cies currently  have  only  a  handful  of  staff  with  any  responsibility  or  expertise  in 
long-term  care.  In  the  worst  case,  this  lack  of  experience  may  translate  into  fraud 
and  waste  of  new  public  funding.  Even  in  the  absence  of  deliblerate  abuse,  however, 
the  possibility  exists  that  new  funds  would  not  be  effectively  spent. 

Some  states  additionally  lack  a  well-developed  network  of  providers  with  the  serv- 
ice capacity  to  handle  the  scope  and  depth  of  potential  demand  under  the  proposed 
plan.  A  wide  range  of  services  are  allowable  under  the  proposed  legislation,  includ- 
ing respite  care,  adult  day  services,  and  supported  employment.  Many  states  may 
have  few  or  no  providers  of  these  services  in  some  areas.  Furthermore,  states  may 
be  lacking  in  a  trained  workforce  available  to  fill  jobs  as  the  home  and  community- 
based  services  industry  grows.  An  underdeveloped  provider  network  would  mean 
that  individual  care  plans  calling  for  certain  services  could  not  be  realized,  even 
when  funds  are  available.  Furthermore,  even  well  developed  and  diverse  infrastruc- 
tures naay  not  have  sufficient  capacity  to  accommodate  tne  volume  of  new  demand. 
Varying  capacity  among  States  Ukely  to  result  in  different  case  management 
roles. 

Because  of  flexibility  in  the  Administration's  proposal  regarding  case  management 
and  varying  state  capacities,  the  role  of  case  management  will  probably  continue  to 
be  very  different  from  state  to  state.  The  proposal  requires  states  to  provide  many 
key  case  management  functions  even  though  case  management  in  the  broader  sense 
is  an  optional  service.  More  specifically,  the  required  functions  are  eligibility  deter- 
mination, needs  assessment  and  reassessment,  development  of  an  individualized 
care  plan,  and  determination  of  how  services  in  that  plan  are  to  be  obtained.  These 
functions  would  be  required  for  persons  receiving  support  whether  through  vouch- 
ers, cash,  or  agency-provided  services.  Other  permitted  but  not  required  case  man- 
agement functions  include  arranging  of  service  providers  and  services,  monitoring 
of  service  provision  and  quality,  and  cost  control. 

Although  case  management  in  some  form  is  widely  available  in  aging  programs 
among  the  states,  its  definition  and  scope  vary.  Some  programs  use  case  managers 
to  refer  clients  to  services,  while  others  define  case  management  as  a  more  intensive 
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function  that  includes  approving  services  and  guaranteeing  their  provision.  Not  all 
persons  with  disabilities,  however,  need  or  want  intensive  case  management  serv- 
ices, or  they  may  only  need  these  services  for  a  short  period  of  time  as  they  learn 
to  perform  this  role  themselves.  However,  core  case  management  functions,  espe- 
cially identifying  sources  for  obtaining  services  and  cost-control  activities,  will  re- 
quire administrative  expertise  and  knowledge  about  area  services  and  the  capacity 
to  manage  them.  Because  case  management  capacity  and  models  vary  significantly 
among  the  states,  the  role  of  intensive  case  management  is  likely  to  differ  under 
the  proposal.  These  differences  are  appropriate  given  our  understanding  of  case 
management,  the  wide-ranging  needs  of  populations,  and  services. 

PROVISIONS  FOR  UNEXPENDED  FUNDS  SHOULD  BE  CONSIDERED. 

Provisions  allowing  states  that  choose  to  participate  in  the  program  to  carry  over 
unspent  funds  to  later  years  should  be  considered.  States  without  strong  service  net- 
works or  significant  administrative  capacity  may  not  be  able  to  expend  all  available 
funds  at  first  or  spend  them  appropriately.  These  states  should  not  be  penalized. 
Currently,  no  explicit  mechanism  exists  in  the  legislation  for  handling  dollars  not 
spent  by  states  by  the  end  of  the  fiscal  year.  Such  a  mechanism  may  afford  more 
latitude  to  the  states  by  not  encouraging  inappropriate  spending  beyond  the  capac- 
ity of  the  state  infrastructure  merely  to  maintain  access  to  these  dollars. 

Despite  the  significant  federal  dollars  involved— a  total  of  $38  billion  when  the 
program  is  fully  implemented — and  the  attractive  federal  match,  ranging  from  78 
to  95  percent,  it  is  not  clear  whether  all  states  will  choose  to  take  full  advantage 
of  the  new  funds  available.  However,  cost  estimates  for  the  legislation  are  premised 
on  full  participation  by  all  50  states.  No  provision  easts  for  reallocating  the  funds 
of  any  state  that  opts  not  to  participate,  or  not  to  participate  fiiUy. 

NEED  TO  BETTER  DEFINE  FEDERAL  ROLE  AND  HOW  IT  IS  FULFILLED 

The  federal  role  in  the  Administration's  long-term  care  proposal  needs  better  defi- 
nition given  the  proposal's  innovative  approach  to  implementation.  The  federal  role 
spelled  out  in  the  legislation  is  primarily  to  provide  a  uniform  eligibility  assessment 
instrument  to  the  states  and  to  monitor  state  plans.  The  federal  role  in  monitoring 
implementation  of  the  proposal  is  unclear.  As  yet,  the  Administration  has  not  speci- 
fied where  responsibility  for  implementation  and  oversight  of  the  proposal's  long- 
term  care  provisions  will  reside,  nor  the  availability  of  resources  at  the  federal  level 
to  carry  out  monitoring  and  technical  assistance  tasks. 

At  present,  we  know  more  about  what  the  federal  role  is  not  than  what  it  is.  Be- 
cause the  proposal  is  built  on  state  flexibility  in  administering  home  and  commu- 
nity-based services,  the  federal  role  is  not  categorical  control,  as  in  Medicaid.  At  the 
same  time,  the  proposal  is  not  a  traditional  block  grant  without  strings  attached  be- 
cause it  requires  the  states  to  do  certain  things,  such  as  only  serve  persons  meeting 
specific  eligibility  criteria.  , 

More  thought  needs  to  be  given  to  what  the  federal  role  is  and  how  it  will  be  car- 
ried out  while  preserving  state  flexibility  to  accomplish  program  objectives.  A 
central  goal  of  any  federal  involvement  should  be  to  preserve  flexibility  and  main- 
tain accountability  throuj^  technical  assistance  and  continual  monitoring  and  feed- 
back. 

FEDERAL  INVOLVEMENT  SHOULD  PRESERVE  INNOVATION  AND  AVOID  ADVERSE 

OUTCOMES 

Two  key  elements  in  defining  the  federal  role  in  the  Administration's  proposal  are 
(1)  the  need  to  recognize  whidi  variations  in  state  programs  are  good  and  which  are 
bad  and  (2)  the  capacity  of  the  federal  government  to  recognize  and  encourage  the 
good  and  discourage  the  bad.  Additional  thought  is  needed  in  the  Administration's 
proposal  as  to  how  the  federal  government  will  reco^ize  and  encourage  good  vari- 
ations and  recognize,  prevent,  and  correct  bad  variations.  Encouraging  flexibility 
while  avoiding  unintended  outcomes  could  be  facilitated  by  technical  assistance  for 
and  monitoring  of  the  implementation  process.  Highly  re^latory  approaches,  even 
if  well  intended,  are  more  likely  to  make  good  state  variations  more  difficult  without 
giving  high  assurance  of  preventing  bad  ones. 

Why  is  variability  desirable  in  long-term  care  programs?  Variations  are  needed 
because  of  differences  in  communities  and  the  preferences  of  those  being  served  For 
example,  an  impaired  person  needing  transportation  services  in  an  urban  area  may 
access  public  transportation.  In  a  rural  area,  paratransit  services  may  be  provided 
instead.  In  either  community,  an  impaired  individual  may  prefer  to  carpool  for 
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transportation  wdth  a  nei^bor  rather  than  use  formal  transport.  The  service  is  dif- 
ferent in  each  case  but  the  need  is  met. 

Some  types  of  variations  in  state  pro-ams  can  be  bad.  These  variations  may  re- 
sult in  discrimination  in  providing  services;  inefllcient  operation  of  programs;  poor 
management  information;  and  waste,  fraud,  and  abuse.  Flexible  program  operation, 
thereiore,  needs  to  incorporate  accountability  mechanisms  to  prevent  state  vari- 
ations of  this  sort  without  preventing  the  good  variations  that  are  desired.  An  im- 
portant part  of  this  responsibility  in  the  proposal  lies  with  elected  state  oflicials  and 
advisory  groups.  At  the  same  time,  the  federal  government  needs  to  work  with  state 
governments  and  others  to  encourage  better  reporting  mechanisms  and  evaluation 
of  program  implementation. 

INFORMATION  DISSEfiflNATION  AND  TECHNICAL  ASSISTANCE  COULD  HELP  STATES  WITH 

LESS  CAPACITY 

The  federal  government  could  play  a  key  role  in  identifying  long-term  care  prac- 
tices that  work  well  and  in  helping  other  states  use  this  information.  An  important 
dimension  of  this  effort  would  be  dissemination  of  information  to  improve  service 
capacities  and  accountability  medianisms.  The  most  effective  use  of  such  informa- 
tion could  be  achieved  throuf^  technical  assistance  to  help  states  apply  lessons 
learned  to  their  specific  situation.  Peer  assistfmce,  such  as  programs  that  sponsor 
technical  assistance  from  knowledgeable  persons  in  state  and  local  governments  and 
the  research  community,  may  be  particularly  appropriate  for  those  states  struggling 
with  administrative  and  capacity  challenges  already  successfully  addressed  by  oth- 
ers. The  federal  government  could  serve  as  a  resource  clearinghouse  for  this  local- 
ized expertise,  by  facilitating  travel,  arranging  consultation,  and  promoting  elec- 
tronic information  exchange  between  state  omcials. 

Providing  this  assistance  will  require  coordination  of  action  from  various  federal 
agencies  in  the  Department'  of  Health  and  Human  Services,  such  as  the  Assistant 
Secretary  for  Planning  and  Evaluation,  the  Administration  on  Aging,  and  the 
Health  Care  Financing  Administration,  and  other  federal  departments,  such  as  the 
Department  of  Education  (Assistant  Secretary  for  Special  Education  and  Rehabilita- 
tive Services),  the  Department  of  Transportation,  the  Department  of  Veterans  Af- 
fairs, the  Department  of  Labor,  and  the  Department  of  Housing  and  Urban  Develop- 
ment. 

CONTINUOUS  MONITORING  AND  FEEDBACK  COULD  PROVIDE  NEEDED  DATA  ON  BEST 

PRACTICES 

The  federal  government  can  also  do  much  to  achieve  good  outcomes  by  working 
with  states  in  the  design  and  administration  of  programs.  Indeed,  the  federal  gov- 
ernment should  be  prepared  to  learn  from  the  leading  states  because  they  have  been 
the  originators  of  long-term  care  innovation.  The  federal  government,  in  partnership 
with  the  states,  should  be  monitoring  implementation  to  detect  problems,  providing 
technical  assistance  where  needed,  helping  to  develop  new  measures  of  accountabil- 
ity in  flexible  programming,  and  changing  guidance  as  appropriate.  We  believe  that 
the  federal  government's  monitoring  role  in  program  implementation  should  be  rec- 
ognized explicitly  in  legislation.  Current  wordmg  seems  to  focas  more  on  federal 
monitoring  of  planning  activities  than  on  the  implementation  of  the  program. 

While  the  proposed  flexibility  in  program  design  is  both  desired  by  persons  with 
disabilities  and  generally  consistent  with  the  principles  of  leading  state  and  inter- 
national long-term  care  programs,  it  also  underscores  our  relative  lack  of  data  about 
what  works  best.  Research  and  experience  are  currently  both  insufficient  to  pro- 
scribe standard  service  packers  and  financing  mechanisms  as  well  as  ideal  pro- 
gram design.  Ongoing  monitonng  and  feedback  on  problems  and  successes  with  im- 
plementation, however,  could  provide  the  necessary  data  for  midcourse  corrections 
as  knowledge  expands.  This  assessment  should  take  place  immediately ,in  order  to 
provide  eany  warning  of  any  major  barriers  to  implementation,  and  over  the 
medium-  and  long-term  as  programs  mature.  Monitoring  the  different  impacts  of 
case  management  and  other  service  delivery  models,  for  example,  on  client  satisfac- 
tion, outcome,  and  costs,  can  begin  to  fill  data  gaps.  This  information  could  be  used 
to  continually  refine  guidance  on  which  method  of  service  delivery  work  best  under 
what  circumstances. 

CONCLUSIONS 

Passage  of  any  long-term  care  reform  legislation  is  the  first  step  of  a  long  process 
and  not  the  final  wora  on  how  the  nation  meets  its  long-term  care  needs.  Knowledge 
about  determining  longterm  care  needs  and  services,  derived  largely  from  the  expe- 
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rience  of  innovative  states,  suggests  thus  far  that  state  flexibility  is  the  best  way 
to  meet  widely  diverse  needs  of  individuals  and  communities.  This  flexibility  re- 

auires  a  new,  different  federal  role,  largely  one  of  partnership  with  the  states  in  the 
esign,  administration,  and  monitoring  of  programs.  The  federal  government  can 
learn  from  the  leaders  and  help  facilitate  the  development  of  services  and  account- 
ability measures  as  needed,  regardless  of  which  reform  proposal  is  adopted. 

If  the  Administration's  proposal  is  to  be  the  blueprint  for  long-term  care  reform, 
this  new  federal  role  should  be  more  clearly  articulated.  Furthermore,  additional 
thought  should  be  given  on  guidance  to  the  states  concerning  eligibility  determina- 
tion and  how  states  with  less  capacity  can  be  assisted  in  wisely  using  program 
funds.  Such  modifications  could  help  achieve  the  overarching  reform  principles 
spelled  out  in  my  introduction. 

Madam  Chair,  this  concludes  my  statement.  I  will  be  happy  to  answer  any  ques- 
tions. 

[Editors  note — Attachment  I  is  retained  in  the  files  of  the  conunittee.] 

Senator  MncuLSKl.  We  would  now  like  to  turn  to  Ms.  Christine 
Gianopoulos,  the  Director  of  the  Maine  Bureau  of  Elder  and  Adult 
Services,  Vice  President  of  the  National  Association  of  State  Units. 
She  was  once  a  research  associate  at  University  of  Southern  Maine, 
specializing  as  I  understand  in  voc  rehab  and  independent  living. 

We  look  forward  to  your  testimony. 

Ms.  Gianopoulos.  Grood  morning,  Senator  Mikulski  and  Senator 
Gregg. 

My  name  is  Christine  Gianopoulos,  and  I  appreciate  the  oppor- 
tunity to  talk  to  you  today  about  Maine's  home  and  community- 
based  care  programs.  Although  those  of  us  who  live  in  Maine  like 
to  think  of  it  as  rather  unique,  we  are  actually  fairly  typical  when 
it  comes  to  long-term  care.  We  have  been  initiators  on  some  issues 
and  followed  the  excellent  examples  of  our  fellow  States  in  many 
other  ways. 

I  will  begin  with  an  overview  of  how  our  system  is  organized  and 
then  summarize  what  we  and  other  States  have  learned  in  15 
years  of  operating  community-based  care  systems. 

Maine  established  a  State-funded  home  care  program  in  the 
early  1980's.  Consumers  were  asking  for  alternatives  to  nursing 
homes,  and  at  that  time,  there  was  little  or  no  Federal  support  for 
home  care.  We  decided  to  use  our  five  Area  Agencies  on  Aging  to 
manage  the  program.  We  also  selected  a  statewide  center  for  inde- 
pendent living  to  administer  a  consumer-directed  program  for 
younger  physically  disabled  people. 

Area  Agencies  on  Aging  had  been  in  the  business  of  case  man- 
agement and  contracting  for  services,  so  it  seemed  that  our  home- 
based  care  program  fit  nicely  into  what  they  were  already  doing. 

Since  Maine  nas  no  such  animal  as  county  government,  we  also 
were  not  faced  with  the  dilemma  of  choosing  among  competing  in- 
terests. As  Medicaid  waivers  became  available,  we  applied  for 
them.  We  now  have  three  waivers  and  are  in  the  process  of  apply- 
ing for  three  more.  We  also  cover  optional  Medicaid  services  like 
personal  care  and  private-duty  nursing,  to  take  maximum  advan- 
tage of  whatever  Federal  reimbursement  is  available  for  home  care. 

Some  kind  of  case  management,  if  only  to  determine  eligibility 
and  authorized  services,  is  tne  foundation  of  our  home  and  commu- 
nity-based programs.  It  is  intended  to  assure  that  consumers  re- 
ceive services  in  the  most  appropriate  and  cost-effective  settings.  In 
theory,  agencies  who  do  case  management  should  not  have  a  finan- 
cial stake  in  the  outcome  of  the  process. 
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In  Maine,  Area  Agencies  on  Aging  come  closest  to  meeting  that 
standard.  Although  they  are  direct  providers  of  meals  programs 
and  adult  day  care,  we  have  chosen  to  continue  to  allow  these  serv- 
ices since  it  has  not  been  a  problem  so  far.  However,  as  the  role 
for  case  managers  becomes  more  critical,  especially  in  a  managed 
care  environment,  the  potential  for  difficulty  does  increase. 

These  private,  nonprofit  agencies  do  the  initial  medical  and  fi- 
nancial eligibility  determination,  service  planning  and  case  man- 
agement for  Medicaid-funded  services.  A  State  agency  is  still  re- 
sponsible for  the  final  determination  of  eligibility.  Area  Agencies 
also  perform  pre-admission  screening  of  individuals  seeking  nurs- 
ing home  placement. 

For  State-funded  programs,  the  agencies  make  both  the  financial 
and  medical  eligibility  determinations.  They  are  in  the  second  year 
of  implementing  a  capitated  system  under  which  each  agency  is 
contracted  to  serve  a  target  number  of  consumers  at  an  established 
average  cost.  The  agencies  assume  the  financial  risk  for  not  meet- 
ing their  contracted  requirements. 

In  a  system  where  resources  are  finite,  eligibility  determines  who 
is  in  and  who  is  not.  The  challenge  for  States  has  been  to  fashion 
eligibility  criteria  to  target  limited  resources  to  those  most  in  need. 
In  1991,  NASUA  conducted  a  study  of  10  States  that  manage  both 
State  and  federally-fiinded  programs. 

Senator  MncuLSKl.  Ms.  Gianopoulos,  do  you  want  to  say  what 
that  stands  for  and  spell  it  out  for  oiu*  reporter,  and  also  for  our 
audience? 

Ms.  Gianopoulos.  Sorry.  That  is  the  National  Association  of 
State  Units  on  Aging. 

Disability,  including  cognitive  impairment,  and  income  are  con- 
sidered in  every  State.  Most  States  have  developed  standardized 
assessment  instruments  to  measure  the  degpree  of  impairment  and 
need  for  assistance.  In  Maine,  all  of  our  State  and  Medicaid-funded 
long-term  care  programs  use  a  common  uniform  assessment  tool 
that  looks  at  both  medical  and  social  needs. 

Maine  is  part  of  the  HCFA  nursing  home  case  mix  demonstration 
project,  and  we  have  tied  our  assessment  tools  to  the  assessment 
tool  used  in  the  case  mix  project.  Our  goal  in  doing  this  is  to  be 
able  to  compare  people  across  long-term  care  settings  and  pro- 
grams. This  will  be  important  as  States  look  for  ways  to  reduce 
nursing  home  expenditures  and  to  assure  that  funds  reallocated  to 
community  care  are  used  effectively. 

The  recent  rapid  increases  in  home  care  costs  will,  if  left  un- 
checked, threaten  our  efforts  to  rebalance  the  long-term  care  sys- 
tem. 

States  vary  in  whether  the  functional  and  income  criteria  are  the 
same  for  both  State  and  Medicaid  programs.  Many  States  target 
their  programs  to  delay,  not  just  divert  people  from  entering  nurs- 
ing homes,  or  to  serve  those  whose  income  and  assets  make  them 
ineligible  for  Medicaid-funded  programs.  The  National  Association 
of  State  Units  on  Aging's  position  paper  on  long-term  care  reform 
and  the  Pepper  Commission  Report  both  recommend  a  disability- 
based  approach  where  disability  is  measured  by  activity  of  daily 
living  impairment.  This  is  consistent  with  the  President's  proposal. 
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Disability-based  criteria  have  the  added  advantage  of  being  age- 
and  income-neutral,  and  they  can  be  easily  adjusted  based  on  the 
availabilitv  of  resources — again,  something  States  have  experience 
with  which  we  have  had  to  do  either  in  response  to  budget  cuts  or 
demand  that  was  outstripping  growth  in  resources.  In  many  States, 
the  number  of  people  on  waiting  lists  exceeds  the  number  of  people 
receiving  services. 

Maine  and  many  States  are  very  flexible  about  what  community 
care  programs  can  pay  for.  Again,  that  is  based  on  what  consumers 
have  told  us  they  wanted.  It  does  not  work  to  say  you  only  get 
home  care,  or  you  only  get  a  housekeeper.  There  is  so  much  vari- 
ation in  consumers'  personal  circumstances  that  to  make  it  work, 
any  program  must  be  flexible. 

We  have  also  been  able  to  keep  our  programs  cost-effective.  We 
serve  people  at  home  for  approximately  one-third  the  cost  of  nurs- 
ing home  care.  We  rely  a  lot  on  the  use  of  personal  care  attendants 
employed  either  directly  by  the  consumer  or  through  an  agency. 
Our  experience  has  been  positive  both  in  terms  of  consumer  satis- 
faction and  cost-effectiveness. 

Because  home  and  community-based  care  is  largely  unsuper- 
vised, quality  assurance  becomes  even  more  crucial.  As  the  admin- 
istrator of  our  State's  adult  protective  services  program,  I  am  keen- 
ly aware  of  the  opportunity  for  abuse  and  exploitation  in  the  home 
care  setting.  State  have  built  quality  assurance  into  the  desi^  of 
their  programs.  Quality  measures  include  case  record  reviews, 
home  visits  with  consumers,  consumer  satisfaction  surveys,  licens- 
ing for  home  health  services,  mandatory  reporting  of  abuse,  ne- 
glect, and  exploitation,  and  competency-based  credentialling  for 
other  home  care  services,  such  as  homemakers  and  personal  care 
attendants. 

In  Maine,  home  care  consumers  also  have  access  to  the  long-term 
care  ombudsman  program.  Most  importantly,  we  ask  consumers 
and  their  families  to  be  active  participants  in  monitoring  their 
services. 

In  conclusion,  I  would  say  that  afler  15  years  of  designing,  fi- 
nancing and  evaluating  home  care  programs.  States  know  a  lot 
about  both  the  successes  and  the  pitfalls.  We  have  learned  to  man- 
age with  a  fixed  budget,  to  keep  an  eye  on  administrative  costs, 
and  about  the  challenge  of  implementing  the  much-touted  "single 
point  of  access"  concept.  We  have  also  come  to  rely  on  each  other 
for  new  ideas  and  solutions  to  problems. 

These  experiences  will  serve  us  well  as  we  take  on  the  respon- 
sibility of  a  new  Federal  long-term  care  program.  The  President's 
proposal  mirrors  much  of  what  is  already  happening  in  the  States, 
and  we  anticipate  few  difficulties  in  integrating  that  program  into 
our  existing  efforts. 

Thank  you,  and  I  would  be  pleased  to  answer  questions. 

Senator  Mikulski.  Thank  you  very  much  for  the  excellent  testi- 
mony. 

[The  prepared  statement  of  Ms.  Gianopoulos  follows:] 

Prepared  Statement  of  Christine  Gianopoulos 

Senator  Mikulski  and  members  of  the  committee.  My  name  is  Christine 
Gianopoulos.  I  am  the  Director  of  Maine's  State  Unit  on  Aging.  Thank  you  for  invit- 
ing me  to  talk  about  Maine's  home  and  conmiunity  based  care  programs.  Although 
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those  of  use  who  Uve  there  think  Maine  is  unique,  we  are  fairly  typical  of  many 
states  when  it  comes  to  long  term  care.  We  have  been  initiators  on  some  issues  and 
followed  the  excellent  example  of  our  fellow  states  in  other  ways. 

m  begin  with  an  overview  of  how  our  system  is  oi^anized  and  then  close  with 
a  sunmiary  of  what  we  and  other  states  have  learned  in  fiileen  years  of  operating 
community  based  systems.  I  think  its  helpful  to  look  not  only  at  what  woiks,  but 
also  what  hasn't  woiked  so  well.  As  we  move  ahead  with  long  term  care  reform, 
it  wrill  be  important  to  pay  attention  to  what  isn't  working  well  and  be  prepared  to 
respond  to  those  problems  as  we  go  along. 

Maine,  like  a  lot  of  other  states,  estm^lished  a  state-funded  home  care  program 
in  the  early  1980*8.  Consumers  were  asking  for  alternatives  to  nursing  homes  and, 
at  that  time,  there  was  little  or  no  federal  support  for  home  care.  We  decided  to 
use  our  five  Area  A^ncies  on  Aging  to  manage  the  program.  We  also  selected  a 
statewide  center  for  mdependent  living  to  administer  a  consumer  directed  program 
for  younger,  physically  disabled  people,.  In  Maine,  our  Area  Agencies  on  Aging  had 
been  in  the  business  of  case  management  and  contracting  for  services,  so  it  seemed 
that  our  Home  Based  Care  program  fit  nicely  into  what  they  were  already  doing. 
Also,  Maine  has  no  such  animal  as  county  government,  so  we  were  not  faced  wiui 
the  dilemma  of  choosing  among  competing  interests. 

As  Medicedd  Waivers  oecame  available,  we  applied  for  them.  We  have  a  consumer- 
directed  waiver  that  serves  younger  adults  and  a  waiver  for  the  elderly.  We  are  in 
the  process  of  obtaining  an  additional  waiver  to  serve  the  non-elderly,  chronically 
ill. 

We  also  cover  optional  Medicaid  services,  like  personal  care  and  private  dutv 
nursing,  to  take  maximum  advantage  of  whatever  federal  reimbursement  is  avail- 
able for  home  care.  At  the  same  time,  our  legislature  added  several,  smaller,  state- 
funded  programs  that  are  targeted  at  special  populations  such  as  older  people  living 
in  subsidized  housing. 

I.  infrastructure/case  management 

Some  kind  of  case  management,  if  only  for  purposes  of  determining  eligibility  and 
authorizing  services,  is  the  foundation  oi  our  nome  and  community  based  programs. 
It's  intended  to  assure  that  consumers  receive  services  in  the  most  appropriate  and 
cost  effective  setting.  In  theory,  agencies  who  do  case  management  should  not  have 
a  financial  stake  in  the  outcome  of  the  process.  In  Maine,  Area  Agencies  on  Aging 
come  closest  to  meeting  that  standard.  Although  thev  are  direct  providers  of  meals 
programs  and  adult  day  care,  we  have  chosen  to  allow  this  since  it  hasnt  been  a 
problem  so  far.  However,  as  the  role  for  case  managers  becomes  more  critical,  espe- 
cially in  a  managed  care  environment,  the  potential  for  problems  increases.  One  of 
our  Area  Agencies  on  Aging  operates  a  personal  care  attendant  program  which  they 
will  "spin  oiT  in  order  to  continue  doing  case  management. 

These  private,  non-profit  agencies  do  the  initial  medical  and  financial  eligibility 
determination,  service  plannmg  and  case  management  for  Medicaid-funded  home 
and  community  based  services.  A  state  agency  is  still  responsible  for  the  final  deter- 
mination of  eligibility.  Area  Agencies  on  Aging  also  perform  pre-admission  screening 
of  individuals  seeking  nursingliome  placement. 

For  state  funded  programs,  the  agencies  make  both  the  financial  and  medical  eli- 
gibility determinations.  They  are  in  the  second  year  of  implementing  a  capitated 
system  under  which  each  agency  is  contracted  to  serve  a  target  number  of  consum- 
ers at  an  established  average  cost.  Area  Agencies  on  Aging  assume  the  financial  risk 
for  not  meeting  either  the  targets  for  consumers  served  or  average  replan  costs. 

II.  ASSESSMENT/ELIGmiLITY 

In  a  system  where  resources  are  finite,  eligibility  determines  who's  in  and  who's 
not.  Eligibility  criteria  must  reflect  the  legislative  intent  and  policy  goals  of  the  pro- 
gram. The  challenge  for  states  has  been  to  fashion  eligibility  criteria  to  target  lim- 
ited resources  to  those  most  in  need.  Admittedly,  most  states  have  established  cat- 
egorical programs  for  different  age  or  disability  groups  and  have  not  wrestled  with 
how  to  design  a  single  long  term  care  benefit  for  everyone. 

In  1991,  NASUA  conducted  a  study  often  of  the  more  than  40  states  that  manage 
both  state  federal  funded  programs.  Disability,  including  cognitive  impairment,  and 
income  are  considered  in  every  state.  Disability  criteria  are  based  on  level  of  impair- 
ment in  performing  Activities  of  Daily  Living  and  Instrumental  Activities  of  Daily 
Living.  Most  states  have  developed  standarcuzed  assessment  instruments  to  meas- 
ure degree  of  impairment  and  need  for  assistance. 

Our  state  and  Medicaid  funded  programs  all  share  a  common,  uniform  assessment 
tool  that  looks  at  both  medical  and  social  needs.  The  tool  is  used  to  determine  eligi- 
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bility,  review  community  options  and  authorize  services.  Maine  is  part  of  the  HCFA 
Nursing  Home  Case  Mix  Demonstration  Project  and  the  assessment  tool  is  based 
on  the  Resident  Assessment  Instrument  developed  for  Case  Mix.  Our  goal  is  to  be 
able  to  compare  people  across  long  term  care  settings  and  programs.  This  last  con- 
sideration is  important  as  States  look  for  ways  to  reduce  nursing  home  expenditures 
and  to  assure  that  fiinds  reallocated  to  community  care  are  used  effectively.  The  re- 
cent, rapid  increases  in  home  care  costs  will,  if  left  unchecked,  threaten  our  eiTorts 
to  re-balance  the  long  term  care  system. 

States  vary  in  whether  the  functional  and  income  criteria  are  the  same  for  both 
state  and  Medicaid  funded  programs.  Many  states  target  their  programs  to  delay, 
not  just  divert,  people  from  entering  nursing  homes;  or  to  serve  tnose  whose  income 
and  assets  make  them  ineligible  for  Medicaid-funded  programs. 

NASUA's  1988  position  paper  on  federal  LTC  reform,  and  the  1990  Pepper  Com- 
mission Report  both  recommend  a  disability  based  approach,  where  disability  is 
measured  by  ADL  impairment  using  a  standardized  assessment.  This  is  consistent 
with  the  President's  proposal.  Disability -based  criteria  have  the  added  advantage  of 
being  age  and  income  neutral,  and  th^  can  be  easily  adjusted  based  on  the  avail- 
ability of  resources — something  states  nave  had  to  do,  either  in  response  to  budget 
cuts,  or  demand  that  was  outstripping  growth  in  resources.  In  many  states,  the 
number  of  people  on  waiting  lists  exceeds  the  number  being  served. 

We  dealt  with  the  income  and  asset  question  by  implementing  universal  cost 
sharing.  We  wanted  a  program  where  people  would  be  treated  equally  and  that  fos- 
tered personal  responsibiUty.  Cost  sharing  also  generates  revenue  that  is  used  to 
serve  additional  consumers. 

We  are  very  flexible  about  what  the  program  can  pay  for.  Again,  that  is  based 
on  what  consumers  told  us  they  wanted.  It  doesn't  work  to  say  you  only  get  a  house- 
keeper or  you  only  get  home  nealth.  There  is  so  much  variety  in  consumers'  per- 
sonal circumstances  that  to  make  it  work,  the  benefit  package  must  be  flexible. 

We've  also  been  able  to  keep  our  programs  cost  eflective.  We  serve  people  at  home 
for  one-third  to  one-half  the  cost  of  nursing  home  care.  We  rely  a  lot  on  the  use 
of  personal  care  attendants  employed  either  directly  by  the  consumer  or  through  an 
agency.  Our  experience  has  been  positive  in  terms  of  consumer  satisfaction  and  cost 
effectiveness.  Often,  it's  the  only  way  to  provide  services  to  someone  who  lives  in 
a  remote,  rural  area. 

! 

III.  QUALITY  ASSURANCE 

Because  home  and  community  based  care  is  lai^ely  unsupervised,  quality  assur- 
ance becomes  even  more  crucial.  As  the  administrator  of  our  state's  adult  protective 
program,  I  am  keenly  aware  of  the  opportunity  for  abuse  and  exploitation  in  the 
nome  care  setting.  Most  states  have  built  quality  assurance  into  the  design  of  their 
programs.  Quality  measures  include  periodic  case  record  reviews,  home  visits  with 
consumers,  consumer  satisfaction  surveys,  licensing  for  home  health  services,  man- 
datory reporting  of  abuse,  neglect  and  exploitation,  and  competency  based 
credentialing  for  other  home  care  services  such  as  homemakers  and  personal  care 
attendants.  In  Maine,  home  care  consumers  have  access  to  the  Long  Term  Care  Ona- 
budsman  program  and,  probably  most  important,  we  ask  consumers  and  their  fami- 
lies to  be  active  participants  in  monitoring  the  quality  of  care. 

IV.  WHAT  STATES  HAVE  LEARNED 

After  fifteen  years  of  designing,  financing  and  evaluating  home  care  programs, 
states  know  a  lot  about  both  the  successes  and  the  pitfalls.  We  learned  to  manage 
a  program  with  a  fixed  budget,  to  keep  an  eye  on  administrative  costs,  and  about 
the  challenge  of  implementing  the  much  touted  "single  point  of  access  concept".  We 
also  have  come  to  rely  on  each  other  for  new  ideas,  and  solutions  to  problems  This 
experience  wiU  serve  us  well  as  we  take  on  the  responsibility  of  a  new,  federal  long 
term  care  program.  Because  the  President's  proposal  mirrors  much  of  what  is  al- 
ready happening  in  the  states,  we  anticipate  few  difficulties  in  integrating  it  into 
our  existing  efforts. 

Thank  you,  again,  for  the  opportunity  to  testify.  I  would  be  happy  to  answer  ques- 
tions. 

Senator  Mikulski.  We  would  now  like  to  turn  to  Ms.  Donna 
McDowell,  who  is  the  director  of  the  Wisconsin  Bureau  of  Aging  for 
the  last  14  years.  And  you  are  currently  the  president  of  the  Na- 
tional Association  of  State  Units  on  Aging,  and  as  I  understand, 
you  have  been  one  of  the  principal  architects  of  the  case  manage- 
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ment  program  called  Community  Options  in  Wisconsin.  And  Sen- 
ator Feingold  was  particularly  enthusiastic  about  your  executive 
and  creative  ability  in  the  State  of  Wisconsin. 

Please  go  ahead. 

Ms.  McDowell.  Thank  you  very  much,  Senator  Mikulski,  and 
good  morning,  Senator  Gregg.  And  I  am  very  pleased  that  Senator 
Feingold  was  able  to  drop  by  this  morning  because  he  was  certainly 
the  principal  advocate  for  our  community-based  long-term  care 
when  he  served  in  the  State  Senate  in  Wisconsin. 

My  name  is  Donna  McDowell,  and  I  am  on  the  staff  of  the  Wis- 
consin Department  of  Health  and  Social  Services,  where  I  have  di- 
rected the  Bureau  on  Aging  for  the  past  15  years.  I  am  honored  to 
have  the  opportunity  to  discuss  our  State's  home  and  community- 
based  care  system  for  the  elderly  and  persons  with  disabilities, 
which  was  designed  by  leaders  of  State  and  local  agencies  serving 
the  elderly  and  persons  with  disabilities. 

Community  care  continues  to  be  a  high  priority  for  Governor 
Tommy  Thompson  and  the  secretary  of  our  department,  Grerald 
Whitburn,  who  have  quadrupled  the  program's  size  in  the  last  8 
years. 

We  have  been  pleased  to  see  how  the  framework  of  the  Commu- 
nity Options  Program  has  been  incorporated  into  the  proposed 
Health  Security  Act.  Since  1981,  Wisconsin  counties  have  been  pro- 
viding managed  home  and  community  care  to  persons  of  all  ages 
who  would  otherwise  qualify  for  nursing  home  care.  Last  year, 
there  were  more  than  12,000  individuals  with  severe  disabilities  or 
chronic  illnesses,  including  dementia,  served  in  their  own  homes  at 
an  average  daily  cost  from  all  public  funds  of  $56. 

Fifly-seven  percent  of  these  persons  on  any  day  were  elderly. 

Since  the  outset  of  the  program,  Wisconsin  has  maintained  a 
moratorium  on  nursing  home  growth,  eliminated  two  levels  of  nurs- 
ing home  care,  and  experienced  a  decline  in  Medicaid-funded  nurs- 
ing home  residents. 

The  important  features  of  our  policy  and  program  are  all  derived 
from  the  basic  philosophy  of  our  management  of  are,  which  is  that 
services  are  planned  with  the  participant  to  respond  to  highly  indi- 
vidual needs  and  preferences.  Care  management  or  case  manage- 
ment is  considered  an  essential  service,  not  merely  an  administra- 
tive function,  which  is  intended  to  assure  that  participants'  needs 
are  met  in  the  manner  and  location  of  their  choice. 

Quality  is  defined  as  achieving  the  outcome  preferred  by  the  par- 
ticipant, and  quality  improvement  is  a  continuous  effort  in  the  pro- 
gram. 

Care  management  in  Wisconsin,  as  in  most  States,  is  a  process 
which  includes  eligibility  screening  to  determine  if  the  applicant  is 
within  the  target  population;  assessment,  conducted  in  our  State  by 
a  social  worker  and  usually  a  nurse  as  well,  in  the  person's  home; 
an  assessment  of  individual  strengths  and  capabilities  as  well  as 
needs  and  disabilities  and  then  using  the  assessment  to  develop  a 
care  plan  with  the  individual  to  build  on  his  or  her  capacity  and 
family  supports  and  to  identify  services  and  home  modifications 
necessary  to  live  a  normal  life  at  home;  arranging  for  services  from 
providers  most  able  to  respond  to  consumer  preferences,  including 
independent  providers,   and  authorizing  payment  and  consumer 
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cost  share;  and  finally,  monitoring,  to  assure  the  quality  of  care 
and  assistance  and  to  determine  when  the  participant  may  want  or 
need  a  change. 

All  of  these  components,  with  the  exception  of  eligibility  screen- 
ing, are  necessarily  conducted  or  directed  by  the  care  manager.  To 
respond  to  consumers,  to  assure  quality  and  avoid  conflict  of  inter- 
est, we  believe  the  care  manager  cannot  be  a  provider,  although 
some  tasks  like  monitoring  may  be  shared  with  providers. 

Through  a  decade  of  experience  in  72  county  programs,  and  with 
the  support  of  three  Federal  grants  from  the  Administration  on 
Aging  focused  on  care  management  and  quality  improvement,  Wis- 
consin has  been  able  to  draw  some  broad  conclusions  about  achiev- 
ing quality  and  success  in  community-based  care. 

First,  a  high  degree  of  administrative  and  financial  flexibility  is 
necessary  in  order  to  empower  the  individual  care  manager  to  re- 
spond to  the  unique  characteristics  of  each  participant  and  in  order 
to  allow  local  agency  management  to  continuously  innovate  and  im- 
prove quality. 

Prescribing  protocols,  tools  and  credentialling  in  law  stifles  inno- 
vation and  discourages  continuous  quality  improvement  as  surely 
as  it  increases  administrative  cost. 

We  also  believe  that  definitions  of  quality  need  to  be  consumer- 
centered;  that  is,  the  dominant  values  of  the  quality  assurance  ef- 
fort should  be  to  assure  that  the  assessment  uncovers  key  informa- 
tion about  how  the  individual  chooses  to  conduct  daily  activities 
and  what  medical,  social  or  environmental  impediments  exist  to 
leading  a  normal  life. 

In  other  words,  assessment  is  a  process  of  getting  to  know  the 
individual  face-to-face  in  his  or  her  home. 

And  third,  we  have  come  to  understand  that  continuity  of  rela- 
tionships matters  a  great  deal  to  consumers.  This  philosophy  re- 
sults in  several  objectives  for  our  program.  One  is  to  enable  the 
program  participants  to  receive  the  care  they  need  to  maintain  im- 
portant relationships  in  their  lives  with  their  family  and  friends. 
Another  is  to  improve  relationships  on  the  care  team  by  strength- 
ening ongoing  communication  between  the  social  worker  and  nurse 
who  conduct  the  assessments  and  among  the  case  managers  and 
the  service  providers.  Continuity  requires  that  the  core  tasks  of 
case  management  be  conducted  by  the  same  person  or  team. 

And  finally,  it  is  a  growing  concern  to  strengthen  coordination 
between  hospitals,  nursing  homes  and  community  care  systems. 

To  assure  quality,  the  State  Government  uses  the  critical  tools 
of  record  review,  of  assessments  and  care  plans,  and  conducting 
home  visits  with  consumers  to  observe  how  well  they  are  doing  and 
listen  to  their  judgments  about  the  quality  of  care.  We  conduct  100 
percent  review  of  care  plans  and  do  home  visits  to  a  7  percent  sam- 
ple of  clients — about  400  per  year. 

We  feel  that  the  total  quality  management  movement  which  has 
pervaded  private  industry  is  now  moving  into  the  private  sector, 
and  it  has  taught  us  that  quality  is  a  journey  and  not  a  destina- 
tion. It  has  also  increased  our  understanding  that  knowing  your 
customers  is  the  key  to  meeting  their  needs. 

We  hope  that  a  Federal  program  will  offer  flexibility,  will  decen- 
tralize decisionmaking,  ana  that  quality  assurance  systems  will  be 
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designed  by  States  to  determine  whether  individual  needs  and  pref- 
erences are  met. 

Thank  you  for  the  opportunity  to  share  with  you  some  brief  ob- 
servations about  community-based  long-term  care  in  Wisconsin. 

[The  prepared  statement  of  Ms.  McDowell  follows:] 

Prepared  Statement  of  Donna  McDowell 

Good  Morning,  Senator  Mikulski  and  distinguished  members  of  the  Subconmiittee 
on  Aging.  My  name  is  Donna  McDowell,  and  I  am  on  the  staff  of  the  Wisconsin  De- 

Fartment  of  Health  and  Social  Services,  where  I  direct  the  State  Bureau  on  Aging, 
am  honored  to  have  the  opportunity  to  discuss  our  state's  home  and  community- 
based  care  sj^tem  for  the  elderly  and  persons  with  disabilities,  which  was  designed 
by  leaders  of  state  and  local  agencies  serving  the  elderly  and  people  with  disabil- 
ities. Community  care  continues  to  be  a  high  priority  for  Governor  Tommy  Thomp- 
son and  the  Secretary  of  Health  and  Social  Services,  Gerald  Whitburn,  who  have 
quadrupled  the  program's  size  in  the  last  eight  years.  We  have  been  pleased  to  see 
how  the  framework  of  our  Community  Options  Program  has  been  incorporated  into 
the  proposed  Health  Security  Act. 

Since  1981,  Wisconsin  counties  have  been  providing  managed  home  and  commu- 
nity care  to  persons  of  all  ages  who  would  otherwise  qualify  for  nursing  home  care. 
Last  year,  there  were  more  tnan  12,000  individuals  with  severe  disabilities  or  chron- 
ic illnesses,  including  dementia,  served  in  their  own  homes  at  an  average  daily  cost 
of  $56.  Fifty-seven  percent  of  these  persons  on  any  day  were  elderly.  Since  the  out- 
set of  the  program,  Wisconsin  has  maintained  a  moratorium  on  nursing  home 
Sowth,  eliminated  two  levels  of  nursing  home  care,  and  experienced  a  decline  in 
edicaid-funded  nursing  home  residents  (from  38,000  to  33,000). 

The  important  features  of  our  policy  and  program  are  all  derived  from  the  basic 
philosophy  of  our  management  of  care,  which  is  that  services  are  planned  with  the 
participant,  to  respond  to  highly  individual  needs  and  preferences.  Care  manage- 
ment IS  considered  an  essentifd  service,  not  merely  an  administrative  function, 
which  is  intended  to  assure  that  participants'  needs  are  met  in  the  manner  and  lo- 
cation of  their  choice.  Quality  is  definea  as  achieving  the  outcome  preferred  by  the 
individual  participant,  and  quality  improvement  is  a  continuous  eflbrt  in  the  pro- 
gram, which  has  evolved  in  response  to  consumers,  professionals,  families  and  elect- 
ed officials. 

Care  management  in  Wisconsin,  as  in  most  states,  is  a  process  which  includes: 

—eligibility  screening  (to  determine  if  the  applicant  is  within  the  target  popu- 
lation) 

— assessment  (conducted  by  a  social  worker/nurse  team  in  the  person's  home)  of 
the  individual's  strengths  ana  capabilities  as  well  as  needs  and  disabilities; 

— ^using  the  assessment  to  develop  a  care  plan  with  the  individual  to  build  on  his 
or  her  capacity  £md  supports  and  to  identify  services  and  home  modifications  nec- 
essary to  live  a  normal  life  at  home; 

— arranging  for  services  from  providers  most  able  to  respond  to  consumer  pref- 
erences (including  independent  providers),  and  authorizing  payment  and  consumer 
cost-share; 

— monitoring  to  assure  the  quality  of  the  care  and  assistance  and  to  determine 
when  the  participant  may  want  or  need  a  change  in  assistance. 

All  of  these  components,  with  the  exception  of  eUgibility  screening,  are  necessarily 
conducted  or  directed  by  the  care  manager.  To  respond  to  consumers,  assure  quality 
and  avoid  conflict  of  interest,  the  care  manager  cannot  be  a  provider  (whether  a 
home  health  agency  or  residential  care  provider),  although  some  tasks  (e.g.,  mon- 
itoring) may  be  shared  with  providers.  The  exception  to  this  separation  of  care  man- 
agement and  service  provision  is  in  those  models  of  managed  care  in  which  the  pro- 
vider is  at  risk  for  costs. 

Through  a  decade  of  experience  in  72  county  programs,  and  with  the  support  of 
three  federal  grants  from  the  Administration  on  Aging  focused  on  care  management 
and  cpiality  improvement,  Wisconsin  has  been  able  to  draw  some  broad  conclusions 
about  achieving  quality  and  success  in  community-based  long  term  care: 

First,  a  high  degree  of  administrative  and  financial  flexibility  is  necessary  in 
order  to  empower  the  individual  care  manager  to  respond  to  the  unique  characteris- 
tics of  each  participant  and  in  order  to  allow  local  agency  management  to  continu- 
ously innovate  and  improve  quality.  Prescribing  protocols,  tools  and  credentialing  in 
law  stifles  innovation  and  discourages  continuous  quality  improvement  as  surely  as 
it  increases  administrative  cost.  Wisconsin  county  Community  Options  Program 
lead  agencies  submit  annual  plans,  developed  with  an  advisory  group,  which  de- 
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scribe  how  the  locsd  program  will  be  conducted  to  meet  state  objectives.  Care  man- 
agers are  then  authorized  to  arrange  for  the  purchase  of  services  within  the  broad 
framework  of  a  state-approved  county  plan. 

Serand,  definitions  of  quality  need  to  be  consumer-centered.  That  is,  the  dominant 
values  of  the  quality  assurance  efForts  should  assure  that  the  assessment  uncovers 
key  information  about  how  the  individual  chooses  to  conduct  daily  activities  and 
what  medical,  social  or  environmental  impediments  exist  to  living  a  normal  life.  In 
other  words,  assessment  is  a  process  of  getting  to  know  the  individual,  face-to-face, 
in  his  or  her  home,  to  learn  how  best  to  support  the  person  there.  Referrals  for  geri- 
atric assessment  or  medical  services  shoula  oe  made  in  response  to  identified  needs 
or  unresolved  problems.  Care  plans  should  then  be  developed  to  meet  the  individ- 
ual's needs  and  preferences.  Plans  integrate  the  person's  own  informal  supports, 
provide  necessary  home  modifications  and  equipment,  and  use  care  providers  who 
are  best  able  to  respond  to  the  preferences  of  the  consumer  for  the  time  of  day  and 
manner  that  someone  wants  help. 

Third,  we  have  come  to  understand  that  continuity  of  relationships  matters  a 
great  deal  to  consumers.  This  philosophy  results  in  several  objectives  for  the  pro- 
gram. One  ie  to  enable  the  program  participants  to  receive  the  care  they  need  to 
maintain  important  relationships  in  their  lives  with  family,  friends,  church  mem- 
bers, etc.  Another  is  to  improve  relationships  on  the  care  team,  by  strengthening 
on-going  communication  between  the  social  worker  and  nurse  (care  managers)  who 
conduct  the  assessment,  and  among  the  care  manager,  formal  and  informal  service 
providers  and  the  participant.  Continuity  requires  that  the  core  tasks  of  case  man- 
agement be  conducted  by  the  same  person  or  team.  Finally,  it  is  a  growing  concern 
to  strengthen  coordination  between  hospitals,  nursing  homes  and  community  care 
systems.  Our  Community  Options  Hospital  Link  Project,  which  locates  a  special 
care  manager  in  a  hospital,  has  reduced  hospital  length  of  stay  and  improved  con- 
tinuity of  care. 

As  state  government  attempts  to  assure  quality,  the  critical  tools  are  reviews  of 
the  records  of  assessments  and  care  plans,  and  conducting  home  visits  with  consum- 
ers to  observe  how  well  they  are  dom^  and  to  listen  to  their  Judgments  about  the 
quality  of  their  care.  Wisconsin's  quality  assurance  team  (T^1G,  Inc.)  conducted  a 
100  percent  review  of  care  plans,  and  conducted  home  visits  to  a  7  percent  sample 
of  clients  (400  persons). 

The  awareness  of  Total  Quality  Management  which  has  pervaded  private  industry 
and  is  now  moving  into  the  public  sector  has  taught  us  that  quality  is  a  i  journey 
and  not  a  destination.  It  has  also  increased  our  understanding  that  "knowing  your 
customers"  is  the  key  to  meeting  their  needs.  We  recommend  that  if  the  Senate  pur- 
sues a  reform  of  long  term  care  based  on  a  managed  home  care  program,  the  effort 
should  include  these  provisions: 

— Flexibility  to  enable  states  to  design  consumer-centered  systems  of  care  which 
can  respond  to  the  needs  and  preferences  of  individuals  over  time. 

— De-centralizing  decision-making  about  program  design  (to  the  state  level)  and 
individual  care  plans  (to  the  agency  level)  to  empower  the  consumer  and  the  care 
manager  to  make  the  most  effective  choices  about  supportive  health  and  social  serv- 
ices. 

— Quality  assurance  systems  which  are  designed  by  states  to  determine  whether 
individual  needs  and  preferences  are  being  met  in  satisfactory  fashion. 

We  are  grateful  for  the  support  we  have  received  from  the  Administration  on 
Aging  discretionary  grants  program,  which  has  enabled  us  to  look  more  closely  at 
some  of  the  critical  issues  in  care  management,  coordinating  health  and  social  serv- 
ices, and  quality. 

Thank  you  for  the  opportunity  to  share  with  you  some  brief  observations  about 
community -based  long  term  car^e.  We  are  providing  some  additional  inforrnation  for 
the  record,  including  a  statement  of  values  which  define  concepts  of  quality  based 
on  Respect,  which  were  developed  by  local  care  managers  and  consumers  in  Wiscon- 
sin. 

Senator  Mkulski.  Thank  you  very  much  for  the  testimony. 

Senator  Gregg,  on  Monday  when  we  took  our  first  testimony,  and 
because  of  a  medical  emergency  you  were  not  able  to  attend,  al- 
though your  able  staff  was  here,  we  had  a  spirited  discussion,  and 
this  will  take  us  into  the  questions,  on  a  couple  of  things.  No.  1 
was  supporting  the  concept  of  State  flexibility  where  there  are 

foing  to  be  national  standards — in  other  words,  how  would  you 
now  the  programs  in  the  State  were  meeting  the  test.  And  there 
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seemed  to  be  kind  of  a  rolling  view  on  that,  vsdth  the  discussion 
about  how  they  were  going  to  cfevelop  tiiose  standards. 

Then,  the  other  was  on  the  issue  of  case  management.  If  the 
Clinton  plan  passes,  or  some  version  of  a  long-term  care  benefit 
package,  the  question — which  again  was  left  fairly  undefined — was 
who  does  the  initial  assessment  to  determine  what  services  people 
need  and  then  who  was  going  to  ensure  that  the  plan,  done  in  con- 
junction with  the  individfual,  the  family,  and  the  provider  commu- 
nity, was  carried  out.  That  is  why  this  panel,  as  well  as  the  case 
management  panel,  will  be  so  important. 

So  I  am  going  to  ask  a  few  questions,  and  then  will  turn  to  you 
for  any  questions  that  you  might  have,  which  takes  me  first  to 
GAO  and,  again,  the  excellent  work  you  have  done  on  this  and 
many  other  issues  on  long-term  care. 

We  support — certainly,  I  support— State  flexibility.  And  we  have 
here  a  former  Governor,  a  member  of  the  House.  The  fact  is  that 
I  think  we  all  believe  that  each  State  is  different.  We  do  not  want 
a  cookie-cutter  approach.  Some  are  predominantly  urban;  some  are 
predominantly  rural;  some  have  different  histories  and  traditions  of 
nonprofit  organizations,  or  organizations  where  a  lot  of  the  non- 
profits have  a  religious  heritage,  although  they  deliver  services  on 
a  nondenominational  basis. 

So  we  do  not  want  a  cookie-cutter  approach  coming  out  of  Wash- 
ington. However,  what  I  think  I  would  be  interested  in  is  what 
should  be  the  national  standards — number  one,  should  we  have  na- 
tional standards,  and  number  two  so  that  whatever  creativity  of 
the  States  exists,  that  we  would  know  they  were  meeting  the  na- 
tional standards  for  the  Federal  progfram. 

Would  you  like  to  comment  on,  one,  should  there  be  national 
standards,  and  what  you  think  would  also  ensure  State  flexibility 
and,  therefore,  creativity? 

Mr.  Delfico.  Yes,  Senator  Mikulski,  in  two  areas.  One,  I  would 
like  to  comment  on  first  the  legislation  which  provides  that  the  ad- 
ministration has  to  put  together  a  protocol  for  eligibility,  and  em- 
bodied in  that  protocol  are  going  to  be  some  implicit  standards  that 
the  administration  has  or  will  be  developing  as  far  as  entrance  into 
the  program  and  defining  what  disability  is.  So  as  far  as  we  are 
concerned,  we  think  that  is  a  good  approach. 

I  think  the  standards  you  are  referring  to,  though,  are  quality  as- 
surance standards.  Is  that  what  you  are  concerned  about,  because 
if  I  recall  the  Monday  discussion,  there  was  some  question  about 
quality  assurance. 

Senator  MncuLSKl.  Standards  to  achieve  the  goals  and  mission  of 
the  program.  In  other  words,  the  whole  idea  of  coming  up  with  this 
program  was  to  ensure  that  people  maintain  independence  in  their 
communities  for  as  long  as  possible  firom  the  standpoint  of  family 
involvement,  physical  condition,  and  so  on. 

So  that  for  example,  in  my  own  case  with  my  father — ^using  a 
geriatric  evaluation  that  was  based  on  a  medical/social  model — 
when  we  were  told  by  a  provider  that,  well,  your  father  is  just  get- 
ting old,  and  he  is  a  little  slow.  We  knew  Dad  was  not  acting  Tike 
himself,  then  we  knew  he  had  Alzheimer's,  and  eventually  we  went 
to  adult  day  care  because  it  would  have  been  cruel  to  keep  him  at 
home. 
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But  we  had  a  one-stop-shop  right  along,  working  with  my  mother 
and  my  sisters,  and  we  put  our  arms  around  our  father  and  just 
stayed  right  with  him.  So  the  whole  idea  was  for  maximum  inde- 
pendence, and  if  that  is  the  goal  of  this  program,  what  then  would 
be  the  standards  that  we  use  to  achieve  those  goals  and  ensure 
that  we  are  getting  our  money's  worth,  both  for  families  and  for  the 
program  itself? 

Mr.  Delfico,  I  think  the  legislation  provides  for  the  States  to  de- 
velop quality  standards  that  include  in  them  customer  feedback 
and  the  assurance  that  the  customer — in  this  case,  your  father — 
and  the  caregivers  were  satisfied  with  the  care  that  was  given. 

What  I  think  is  important  to  bring  up,  though,  is  that  the  goals 
of  the  caregiver,  the  goals  of  the  administrator,  and  the  goals  of  the 
customer  may  be  entirely  different  on  the  kinds  of  standards  they 
use  to  determine  whether  or  not  they  are  being  served  properly.  So 
the  first  thing  one  needs  to  do  in  developing  these  standards  is  to 
make  sure  that  you  have  something  common  there.  Clearly,  there 
are  some  common  elements,  but  our  initial  work  has  shown  that 
it  is  quite  varied. 

First  of  all,  quality  assurance  standards  across  the  States  vary, 
and  also,  the  consumer  and  the  provider  may  have  different  stand- 
ards for  the  quality  of  care.  So  work  needs  to  be  done  to  bring  these 
together  before  a  fixed  set  of  standards  is  developed  for  the  pro- 
gram. 

That,  I  think  the  States  are  working  on,  and  the  States  do  have, 
and  particularly  the  innovative  States  have  much  data  in  that 
area. 

Senator  MncULSKl.  But  if  we  pass  this  program  or  some  variation 
of  it,  we  cannot  say,  "Keep  in  touch.  Here  is  the  money,  and  keep 
in  touch." 

Mr.  Delfico.  Exactly.  That  goes  to  the  point  I  have  made  in  the 
testimony,  that  we  think  the  Federal  Government  should  have  a 
heavier  role  in  monitoring  what  is  going  on  with  the  program.  With 
expenditures  of  this  size,  it  is  difficult  for  me  to  understand  that  i 
the  Federal  role  will  only  be  reviewing  State  plans,  and  I  think  I 
that  is  how  I  read  it.  There  should  be  more  involvement  in  the  pro- 
gram,  particularly  in  the  monitoring  of  the  implementation  of  the 
program,  and  then  evaluating  what  is  good  and  what  is  bad  about 
it. 

I  think  the  more  innovative  States  now  have  their  own  evalua- 
tions, and  we  could  learn  a  lot  from  that.  But  as  I  read  it,  the  Fed- 
eral role  stops  after  the  review  of  the  plans,  and  I  would  urge  the 
Federal  Government  to  expand  that  and  expand  their  role. 

Senator  MncuLSKi.  Let  us  hear  from  the  States. 

Ms.  GiANOPOULOS.  I  guess  I  would  comment  first  on  standards 
for  case  management.  Was  that  your  question — what  national 
standards  might  be  set? 

Senator  MiKULSKl.  My  question  would  be  the  standards  for  the 
granting  of  the  money  and  the  approval  of  the  State  plan,  and 
therefore  that  would  include  things  like  the  standards  and  criteria 
for  case  management  and  assessment. 

Ms.  GiANOPOULOS.  I  think  there  is  room  for  variation  in  the  na- 
ture of  the  agency  that  actually  does  the  case  management,  but  I 
think,  again  going  back  to  starting  with  the  consumer,  whoever 
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does  it,  there  needs  to  be  an  assurance  that  that  assessment  is 
comprehensive,  that  it  looks  at  medical  and  social  needs,  that  it  is 
timely,  and  that  it  is  set  up  in  a  way  that  it  does  not  become  a 
barrier  to  accessing  services. 

As  you  mentioned,  with  your  own  family,  if  you  had  had  to  go 
to  four  or  five  different  places,  it  would  have  gotten  in  the  way  of 
the  care  that  your  father  received.  So  what  consumers  are  looking 
for  is  being  able  to  get  that  comprehensive  assessment  in  one  place 
and  get  a  timely  response  to  their  needs,  again  because  our  experi- 
ence is  that  families  do  not  come  into  the  system  early — in  fact, 
very  often,  they  wait  too  long,  and  by  the  time  they  come,  they 
need  help  in  a  hurry.  So  it  is  very  important  that  that  assessment 
and  service  planning  and  authorization  function  be  timely. 

Our  experience  has  also  been  that  because  most  States  are  oper- 
ating on  fixed  budgets,  they  have  learned  how  to  evaluate  costs  and 
manage  budgets,  and  that  we  do  a  very  good  job  ourselves  of  mon- 
itoring expenditures. 

So  1  am  not  sure  what  that  expanded  Federal  role  might  be.  If 
you  look  at  how  States  have  managed  their  own  Medicaid  pro- 
grams versus  the  way  we  see  costs  increasing  in  the  Medicare  pro- 
grams. States  have  done  a  better  job  of  monitoring  costs  in  the 
Medicaid  program  than  we  have  seen  in  the  Medicare  program. 

Senator  MncuusKi.  Ms.  McDowell. 

Ms.  McDowell.  I  certainly  agree  with  Chris,  and  I  would  sav 
that  I  think  our  experience  has  been  not  unlike  that  that  the  Fed- 
eral Government  will  have  and  that  we  have.  We  have  been  admin- 
istering a  program  through  72  local  governments,  so  we  have  dealt 
with  many  of  the  same  issues  where  we  have  had  a  call  for  local 
flexibility  from  county  government,  and  we  have  had  to  establish 
State  standards  to  create  uniformity  across  the  State. 

We  feel  real  strongly  that  there  ought  to  be  uniformity  in  terms 
of  eligibility  determination,  particularly  because  it  is  a  capped 
budget.  There  were  certain  assumptions  about  who  would  be  in  the 
program,  I  think,  on  which  the  budget  was  developed,  and  we  feel 
that  the  Federal  Government  as  the  financier  ought  to  define  who 
this  population  is  on  whom  the  cost  estimates  were  based.  So  we 
would  like  a  Federal  eligibility  determination  process  that  relates 
to  who  the  defined  population  is  that  Congress  intends  this  pro- 
gram to  serve. 

I  think  there  can  be  standards  established  for  case  management 
in  the  sense  of  identifying  what  the  domains  of  an  assessment 
might  be,  to  assure  that  it  looks  at  physical  environment  and  fam- 
ily supports  and  medical  and  social,  and  I  think  looking  at  the 
plans  that  States  have  in  place  which  would  assure  a  wide  enough 
range  of  services  and  providers  to  be  able  to  respond  to  consumer 
preference,  I  think  those  broad  outlines  of  an  infrastructure  would 
be  very  appropriate  for  the  Federal  Government  to  define,  and  then 
States  can  present  their  plans  for  meeting  those,  and  the  Federal 
Government  can  monitor  the  plsms. 

I  think  beyond  that,  to  get  specific  about,  for  example,  a  package 
of  benefits  that  must  be  offered  by  certain  types  of  providers  does 
nm  into  the  difficulty  that  you  described  of  the  great  variation 
among  States  and  what  those  services  might  be.  But  certainly,  I 
think  there  is  enough  known.  Given  that  47  States  are  now  run- 
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ning  Medicaid  waiver  programs,  which  I  think  you  will  hear  about 
later  in  the  hearing,  in  which  we  do  have  to  present  standards  and 
we  do  have  to  have  an  approved  waiver  application — I  do  not  know 
what  the  innovative  States  are,  but  if  there  are  47  States  running 
Medicaid  waiver  programs,  then  there  are  47  States  that  have  con- 
siderable experience  already  in  this  area. 

So  I  suggest  that  a  broad  outline  of  the  required  infrastructure 
that  the  States  can  fill  in  would  be  most  appropriate. 

Senator  MncuLSKl.  How  do  you  measure  quality  in  your  State, 
Ms.  McDowell?  I 

Ms.  McDowell.  I  do  not  think  there  is  a  subject  about  which  we 
spend  more  time  talking  and  thinking  and  have  for  the  last  10 
years  than  that,  because  we  believe  so  strongly  in  individual  pref- 
erence and  choice  and  autonomy  as  the  dominant  value.  We  do  not 
feel  we  can  impose  a  Government  standard  of  quality,  so  we  have 
relied  on,  really,  two  things.  ,| 

One  is  that |j 

Senator  Mikulski.  Do  you  think  I  could  vote  for  a  program  that 
would  do  that  in  California?  ij 

Ms.  McDowell.  Pardon?  i! 

Senator  Mikulski.  I  mean,  you  are  from  Wisconsin;  it  is  not —  j 
and  when  I  say  it  is  a  small  State,  I  do  not  mean  an  insignificant 
State.  It  has  certain  urban  hubs  although  primarily  rural,  and  in  i 
those  rural  areas,  it  is  homogeneous.  But  California  is  larger  than 
Canada;  it  is  larger  than  Poland.  And  although  we  respect  individ- 
ual autonomy  and  self-determination,  we  have  to  ensure  quality. 
How  do  you  do  it? 

Ms.  McDowell.  We  rely  very  much  on  the  care  management 
process,  which  I  think  California  has  to  as  well,  and  that  is  if  you 
nave  an  assessment,  then  somebody  has  to  look  to  make  sure  that 
the  care  plan  fully  responds  to  what  is  identified  in  the  assessment, 
and  the  two  have  to  match,  that  the  services  that  are  identified  in 
the  care  plan  are  indeed  going  to  respond  to  the  needs  identified 
in  the  assessment.  And  because  our  assessment  seeks  to  determine 
what  individual  choice  and  preference  is,  then  the  care  plan  also 
ought  to  reflect  that  same  expression. 

So  an  individual  should  not  have  to  go  to  an  adult  day  care  pro- 
gram if  he  or  she  would  prefer  to  receive  services  in  his  or  her 
home  if  that  is  the  preference.  But  in  any  case,  if  they  need  super- 
vision and  meals  and  some  therapy,  we  need  to  know  that  that  is 
being  provided,  and  that  is  how  we  do  it  is  by  reviewing  the  cor- 
respondence between  the  assessment  and  the  care  plan,  but  I  think 
the  assessment  clearly  needs  to  identify  those  individual  pref- 
erences so  that  we  know  in  fact  that  the  care  plan  is  responding 
to  them.  And  we  do  need  to  monitor.  We  need  to  have  contact  with 
the  consumer  on  a  regular  basis  and  also  contact  with  the  provider, 
and  that  is  the  role  of  the  care  manager  is  to  stay  in  touch  and 
make  sure  that  it  is  working. 

I  think  California  may  be  very  big,  but  the  catchment  areas  of 
case  management  areas  can  be  broken  down  into  much  smaller 
units,  and  maybe  California  looks  like  20  Wisconsins;  I  do  not 
know. 

Senator  Mikulski.  It  is  not  the  size;  it  is  the  nature  of  the  situa- 
tion. But  I  understand. 
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You  are  from  Maine,  Ms.  Gianopoulos,  and  on  page  4,  you  talk 
about  quality  assurance,  and  you  are  quite  specific  in  what  you 
outline,  from  consumer  satisfaction  surveys  to  licensing  for  home 
health  services  to  mandatory  reporting  of  abuse,  competency 
credentialling  for  home  health  services,  and  so  on,  which  I  think 
gets  to  the  heart  of  what  also  Ms.  McDowell  was  getting  to. 

Ms.  Gianopoulos.  Right. 

Senator  MncuLSKl.  How  do  you  monitor  the  quality  assurance 
program? 

Ms.  Gianopoulos.  We  use  a  combination  of  State  employees,  and 
we  have  a  contract  with  the  University  of  Southern  Maine  to  do 
independent  case  reviews.  And  again,  we  do  probably  a  sample  of 
about  10  percent  of  consumers  get  a  home  visit  where  the  reviewer 
actually  goes  out  and  meets  with  the  consumer.  We  have  found 
that  that  has  worked  well.  And  again,  we  are  a  small  State,  but 
I  agree  with  Donna;  if  you  create  manageably-sized  units,  you  can 
run  a  program  using  a  combination  of  techniques. 

We  also  have  what  we  call  regional  quality  assurance  review 
committees,  where  the  providers  come  together  and  review  each 
other's  cases,  and  that  has  been  extremely  effective  because  we  find 
providers  do  a  very  good  job  of  keeping  an  eye  on  each  other. 

Senator  MiKULSKi.  So  you  feel  that  agencies  doing  what  we 
would  call  spot  checks,  and  also  the  use  of  universities  on  a  con- 
tract basis  ensure  both  competency  and  rigor  in  terms  of  methodol- 
ogy as  well  as  independence,  since  they  are  in  no  way  connected 
to  the  provider  community? 

Ms.  Gianopoulos.  Right,  and  that  has  worked  well  for  us. 

Senator  Mikulski.  I  see. 

Mr.  Delfico,  what  role  do  you  feel  the  Federal  Government  has 
in  ensuring  the  uniformity  of  care  across  the  States,  and  how 
would  you  see  us  implementing  that  role — uniformity,  not  conform- 
ity, and  I  think  that  is  what  we  want  to  draw  the  distinction  about, 
that  we  are  uniform  in  accomplishing  our  mission  and  ensuring 
quality  and  fiscal  accountability,  but  not  conformity  in  allowing 
State  flexibility  and  the  creativity  of  the  States. 

Mr.  Delfico.  I  think  the  first  thing  that  the  Federal  Grovemment 
needs  to  do  besides  reviewing  the  plans,  which  is  now  in  the  legis- 
lation, is  monitoring  the  implementation  of  this  particular  pro- 
gram. As  it  is  being  implemented,  I  think  the  role  of  the  Federal 
Government  should  not  be  an  audit  function  where  they  are  audit- 
ing whether  or  not  there  are  some  fatal  flaws  in  the  way  the  fund- 
ing is  being  distributed,  but  to  focus  more  on  the  good  and  the  bad 
implementation  issues  that  are  coming  up  as  the  program  is  being 
implemented  so  that  the  States  probably  not  represented  here  on 
the  panel,  who  are  having  difficulty  implementing  this  program 
will  learn  something  from  it.  I  think  that  technical  assistance  or 
that  kind  of  assistance  is  important. 

The  second  thing  I  think  the  Federal  Government  should  do  is 
as  the  programs  are  going,  as  the  programs  are  in  operation — ^and 
I  think  thinking  now  past  2003 — there  should  be  some  way  of  dis- 
seminating information.  They  should  provide  an  infrastructure  for 
disseminating  information,  not  only  technical  information  but  pro- 
gram operation  information.  That  role  should  be  well-defined,  and 
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those  ingredients  of  a  Federal  involvement  I  think  should  be  more 
spelled  out  in  the  legislation. 

Senator  Mikulski.  Thank  you. 

There  are  many  other  questions  we  could  ask  you,  but  in  the 
spirit  of  time,  we  must  move  on  to  our  next  panel,  I  want  to  wel- 
come Senator  Wellstone,  a  longstanding  advocate  for  not  only  the 
elderly  and  the  chronically  ill,  but  anyone  who  has  been  left  out 
and  left  behind. 

Before  we  go  to  the  second  panel,  Ms.  McDowell,  you  have  your 
hand  raised,  but  I  want  to  ask  you  a  question  about  the  role  of  the 
Federal  Government  in  helping  you  be  creative  and  to  have  rec- 
ommendations even  for  your  executive  responsibilities. 

What  do  you  think  it  takes?  Do  you  think  we  need  workshops? 
Do  you  think  we  need  clearinghouses  so  we  can  learn  from  each 
other,  with  the  rural  States  often  talking  to  each  other,  and  so  on? 
I  am  concerned  that  we  have  this  whole  history  of  waivers.  You 
know,  HCFA  is  in  Maryland,  and  Senator  Wellstone,  I  have  this 
theory  that  administrations  come,  administrations  go,  political  ap- 
pointees are  here  today  and  gone  tomorrow,  but  right  in  Baltimore, 
right  this  minute,  there  is  somebody  that  I  call  the  "waiver  lady," 
and  she  has  been  there  for  20  years,  and  she  has  these  waivers, 
and  she  is  probably  the  most  powerful  person  at  HCFA. 

But  having  done  the  waivers,  to  learn  from  the  experience  of  the 
waivers,  to  learn  from  the  really  excellent  programs  you  two  head 
up — and  I  know  we  will  be  hearing  from  others — what  do  you 
think?  What  does  it  take?  I  do  not  know  if  there  is  a  pep,  a  vitality, 
an  energy,  looking  ahead  to  the  new  century  and  the  demographic 
needs  and  how  we  are  going  to  reallv  work  together. 

Ms.  McDowell.  I  think  I  would  respond  in  two  ways.  One  is 
that  we  have  benefited  over  the  years,  really,  since  1981  in  almost 
annually  securing  one  or  another  of  the  grants  from  the  Adminis- 
tration on  Aging  for  system  development.  And  I  think  it  is  impor- 
tant that  States  have  money  that  is  not  for  the  services  coming 
through  the  program,  but  money  that  is  for  planning  and  for  train- 
ing within  the  States,  that  is  for  evaluation  and  research.  And  like 
Maine,  we  have  a  private  organization  with  whom  we  contract  for 
some  of  the  quality  reviews  to  assure  independence,  but  we  also 
contract  with  them  to  develop  new  ways  of  measuring  consumer 
satisfaction,  to  conduct  focus  groups  with  consumers  and  so  on. 
Building  those  ideas  takes  a  separate  investment  in  infrastructure 
apart  from  the  service  funds,  and  I  think  we  have  benefited  from 
the  availability  of  that  kind  of  demonstration  and  research  funding, 
and  I  think  tnat  really  needs  to  be  continued  and  be  focused  on 
those  activities. 

I  think  we  also  get  the  most  from  the  opportunity  to  meet  with 
our  peers,  and  that  happens  in  a  couple  of  ways — in  our  case, 
through  the  National  Association  of  State  Units  on  Aging,  there  is 
an  annual  Medicaid  waiver  conference  which  draws  about  900  peo- 
ple, and  I  think 

Senator  MncuLSKl.  Is  there  a  "waiver  lady"? 

Ms.  McDowell.  I  think  each  State  has  a  "waiver  person,"  yes. 
[Laughter.] 

Senator  Mikulski.  There  you  go. 
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Ms.  McDowell.  So  I  think  that  that  is  the  most  beneficial  thing, 
creating  opportunities  for  States  to  get  together  and  share  what 
they  are  doing  and  to  have  the  opportunity  to  invest  in  evaluation 
and  infrastructure  development  and  training,  which  is  real  impor- 
tant. 

I  did  not  want  to  leave  the  impression,  which  I  think  we  in  Wis- 
consin often  do  because  we  are  so  committed  to  a  particular  set  of 
values,  that  we  put  the  money  on  the  stump  in  county  seats  and 
leavfe  it  to  client  autonomy.  I  have  brought  with  me  a  copy  of  our 
standards  for  our  home  and  community  care  program,  which  is  in 
the  county  governments  for  administration  of  the  programs,  and  I 
think  that  all  States  do  have  their  own  standards  developed,  which 
are  changed  annually,  which  evolve  as  we  learn  more.  I  think  that 
is  an  important  role  to  require  the  development  of  State  standards. 

Senator  Mktjlski.  Did  you  want  to  say  anything,  Ms. 
Gianopoulos? 

Ms.  Gianopoulos.  Yes.  I  would  agree  with  Donna  in  that  States 
really  learn  best  from  each  other  because  we  understand  the  sort 
of  unique  relationship  of  the  executive  and  the  legislative  branches 
in  each  State  in  forming  long-term  care  policy. 

We  have  also  benefited  from  the  work  of  the  Administration  on 
Aging  Long-Term  Care  Resource  Centers.  So  I  would  see  that  the 
Federal  Government  can  be  of  assistance  by  facilitating  States  com- 
ing together  and  learning  from  each  other. 

Senator  MncuLSKi.  Mr.  Delfico. 

Mr.  Delfico.  I  think  an  example  of  that  is  that  HHS  now  has 
a  project  that  they  call  the  Community  Transportation  Assistance 
Project.  In  that  particular  project,  they  have  a  hot  line,  they  have 
access  to  computer  bulletin  boards,  they  hold  peer  group  meetings, 
and  they  help  experts  firom  States  help  each  other  in  the  transpor- 
tation area.  Now,  it  is  a  small  program,  but  it  is  the  kind  of  in- 
volvement that  I  was  trying  to  point  to  earlier  that  the  Federal 
Government  can  get  involved  and  help  States  run  their  programs. 

Senator  MncuLSKl.  Thank  you. 

We  thank  you  all  very  much  for  your  testimony,  and  we  will 
move  on  now  and  focus  on  our  next  panel  on  assessment  and  case 
management.  You  have  provided  us  with  an  excellent  overview, 
and  your  States  can  be  very  proud  of  you. 

Senator  MncuLSKi.  We  would  now  like  to  call  up  Emily 
Amerman,  the  director  of  care  management  services  of  Philadel- 
phia Corporation  for  Aging;  Ruthanne  Nerlich,  chief  executive  offi- 
cer of  the  Visiting  Nurses  Association  of  Venango  County,  Oil  City, 
PA;  Dr.  Rosalie  Kane,  the  director  of  the  National  Long-Term  Care 
Research  Center  at  the  University  of  Minnesota;  and  Ms.  Kwai- 
Cheung  Chan,  from  the  GAO. 

Our  second  panel  will  focus  on  assessment  and  case  manage- 
ment, and  on  what  kinds  of  assessments  they  currently  perform, 
how  assessments  differ  from  State  to  State,  and  the  role  of  case  or 
care  management  in  existing  home  and  community-based  pro- 
grams. 

We  would  like  to  turn  first  to  our  GAO  experts  and  then  to  our 
other  folks  from  the  community. 

Senator  Wellstone,  are  you  going  to  be  here  for  this  panel? 
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Senator  Wellstone,  I  am  going  to  be  here  for  part  of  it,  Madam 
Chair.  I  also  have  a  hearing  on  the  Elementary-Secondary  Edu- 
cation Act. 

I  just  wanted  to  take  10  seconds.  I  could  read  from  Rosalie 
Kane's  resume,  but  then,  I  think  it  would  take  up  a  little  too  much 
time,  so  I  would  simply  say  I  am  very  glad  that  you  are  here,  Rosa- 
lie, and  much  appreciate  the  work  you  have  done  in  Minnesota.  A 
warm  welcome  to  you,  and  thank  you  very  much  for  being  here. 

Ms.  Kane.  Thank  you.  Thank  you  for  being  here. 

Senator  Mikulski.  Mr.  Chan,  we  would  like  to  hear  from  the 
GAO  about  a  report  that  they  have  been  doing  for  us  and  the  Moy- 
nihan  committee,  'The  Need  for  Geriatric  Assessment  in  Publicly 
Funded  Home  and  Community-Based  Programs." 

Then  we  will  turn  to  the  front-line  people. 

Mr.  Chan? 

STATEMENTS  OF  KWAI-CHEUNG  CHAN,  ISSUE  AREA  DIREC- 
TOR, PROGRAM  EVALUATION  AND  METHODOLOGY,  U.S.  GEN- 
ERAL ACCOUNTING  OFFICE,  ACCOMPANIED  BY  SUSHIL  K. 
SHARMA,  STUDY  DIRECTOR;  ROSALIE  A.  KANE,  DIRECTOR, 
NATIONAL  LONG-TERM  CARE  RESOURCE  CENTER,  AND  PRO- 
FESSOR, SCHOOL  OF  PUBLIC  HEALTH,  UNIVERSITY  OF  MIN- 
NESOTA; RUTHANNE  NERLICH,  CHIEF  EXECUTIVE  OFFICER, 
VISITING  NURSES  ASSOCIATION,  VENANGO  COUNTY,  OIL 
CITY,  PA,  ON  BEHALF  OF  VISITING  NURSE  ASSOCIATIONS  OF 
AMERICA;  AND  EMILY  AMERMAN,  DIRECTOR  OF  CARE  MAN- 
AGEMENT, PHILADELPHIA  CORPORATION  FOR  AGING, 
PHILADELPHIA,  PA 

Mr.  Chan.  Madam  Chair  and  Senator  Wellstone,  first  let  me 
thank  you  for  mentioning  the  quality  assurance  study  we  have 
done;  it  is  very  nice  of  you  to  say  that. 

Good  morning.  It  is  a  pleasure  to  be  here  to  share  with  you  the 
results  of  our  ongoing  work  on  how  elderly  clients  are  assessed  for 
publicly-funded  home  and  community-based  long-term  care. 

I  have  a  written  statement,  and  I  would  like  to  submit  it  for  the 
record,  also. 

Senator  Mikulski.  Without  objection. 

Mr.  Chan.  And  also,  before  I  start,  I  would  like  to  introduce  my 
colleagues.  Dr.  Sharma,  who  is  the  study  director,  as  well  as  Dr. 
Keller,  who  is  the  study  project  manager. 

You  had  asked  us  to  present  information  on  this  ongoing  study 
that  we  are  doing  for  you  on  geriatric  assessment,  including  1) 
what  is  it  and  how  it  is  used;  2)  the  extent  to  which  it  is  available 
in  public  programs;  and  3)  the  kind  of  professional  requirements 
for  persons  who  administer  the  assessment  itself. 

First,  what  is  it?  Geriatric  assessment,  in  a  layperson's  terms,  is 
the  skillful  gathering  of  information  about  a  client's  health,  the 
needs,  as  well  as  the  resources.  Generally,  the  kind  of  information 
that  you  find  they  ask  for  is  gathered  on  physical  health,  mental 
health,  the  functional  status,  social  supports,  economic  resources  as 
well  as  the  home  environment.  Those  are  the  general  six  categories 
we  have  found. 

Second,  how  is  it  used?  The  general  thing  you  find  is  they  are 
for  three  principal  purposes,  and  I  think  we  will  get  into  the  issues 
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of  quality  assurance  as  well  as  uniformity  and  all  that  stuff  that 
you  raised,  Madam  Chair. 

First  is  to  really  determine  the  client's  eligibility  for  the  public 
programs.  The  second  thing  is  to  really  provide  a  basis  from  which 
the  client  care  plan  can  be  made.  And  third,  which  is  a  much 
broader  one,  is  to  determine  the  aggregate  needs  of  a  community 
for  such  services. 

I  will  now  go  into  the  four  principal  findings  we  have  so  far. 

In  arriving  at  our  findings,  we  have  essentially  done  an  extensive 
literature  search — ^there  are  many  publications,  and  I  am  sure 
some  of  the  colleagues  over  here  have  written  a  lot  of  those — as 
well  as  visit  three  States  and  discuss  these  issues  with  20  experts 
in  terms  of  assessment  of  the  findings. 

First,  we  found  that  home  and  community -based  long-term  care 
services  for  elderly  persons  are  financed  and  administered  through 
a  complex  of  Federal  and  State  programs.  As  such,  in  most  States, 
there  is  really  no  single  point  of  access  to  the  service  system,  and 
depending  on  the  particular  source  of  financing  and  type  of  service 
that  they  provide,  the  assessments  conducted  for  eligibility  and 
care  planning  vary  considerably. 

To  the  extent  that  these  assessments  are  not  coordinated  within 
those  programs  and  alternative  assessment  methodologies  are  de- 
veloped, both  redundancy  among  multiple  evaluations  for  elderly 
persons  and  conflict  in  care  plans  result. 

Second,  we  also  found  that  although  there  is  considerable  and 
general  agreement  among  experts  that  comprehensive  assessment 
should  include  those  six  dimensions  that  we  mentioned  before, 
there  is  some  disagreement  about  the  intensity — that  is,  how  far 
and  how  deeply  you  probe — within  those  dimensions. 

A  simple  example  is  that  experts  feel  that  it  is  only  necessary  to 
gather  the  client's  own  self-reporting  about  his  health,  physical 
health,  whereas  others  may  feel  that  they  need  to  at  least  take 
some  blood  pressure. 

Third,  geriatric  assessment  is  used  in  most  State-funded  and  fed- 
erally-funded Medicaid  waiver  programs  offering  multiple  services. 
However,  it  is  important  to  note  that  the  instruments  in  use  at  the 
State  and  local  levels  vary  within  and  among  States  in  terms  of 
their  content.  Many  instruments  are  designed  to  assess  only  an  in- 
dividual s  needs  in  relationship  to  the  eligibility  requirements  of  a 
program  and  to  the  service  that  it  has  to  offer.  These  instruments 
thus  may  not  provide  a  comprehensive  evaluation  of  all  the  client's 
health,  resources  and  needs. 

Finally,  an  evaluator  or  assessor's  minimum  professional  require- 
ments vary  greatly  in  both  Medicaid  waiver  and  State-funded  pro- 
grams, typically  involving  some  combination  of  education  in  se- 
lected fields  like  nursing  or  social  work,  and  related  experience.  In 
addition,  both  levels  of  education  and  length  of  experience  vary 
from  program  to  program. 

We  also  found  that  there  is  no  consensus  among  experts  about 
appropriate  professional  requirements  for  persons  conducting  geri- 
atric assessments.  Some  suggest  one  person,  some  suggest  multiple 
teams  to  do  these  things. 

In  summary,  we  found  general  agreement  in  the  literature 
among  experts  that  a  standardized,  comprehensive  geriatric  assess- 
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ment  is  important  and  should  be  available  to  all  elderly  applicants 
for  publicly  funded  home  and  community-based  long-term  care  pro- 
grams. While  we  know  that  most  States  are  using  assessment  in- 
struments in  Medicaid  waiver  and  State-funded  programs,  these 
instruments  vary  with  regard  to  content,  intensiveness,  as  well  as 
personnel  requirements  to  do  such  things. 

The  problem  with  great  variability  is  not  only  the  fragmentation 
or  redundancy  of  services  and  evaluation,  but  also  the  inability  to 
learn  something  more  generally  about  the  needs  and  trends  charac- 
terizing the  elderly  population  in  the  long-term  care  programs  as 
a  whole,  as  well  as  availability  of  gaps  and  services  characterizing 
these  programs  within  their  own  States. 

The  proposed  Health  Security  Act  now  calls  for  a  uniform  proto- 
col of  screening  and  assessment  of  clients'  needs  for  its  new  home 
and  community-based  service  programs  for  individuals  with  dis- 
abilities. It  may  therefore  be  desirable  to  standardize  the  assess- 
ment process  in  all  States  so  that  all  applicants  receive  a  com- 
prehensive assessment  of  a  specified  scope  and  intensiveness,  ad- 
ministered by  an  evaluative  team  of  specified  background. 

An  attempt  to  standardize  the  geriatric  evaluation  across  pro- 
grams has  the  advantage  of  1)  increasing  equity,  2)  decreasing  the 
likelihood  of  redundancy,  and  3)  promoting  comprehensive  care 
planning. 

It  is  important  to  note,  however,  that  standardization  could  not 
ensure  that  persons  with  the  same  needs  would  be  treated  simi- 
larly after  the  assessment,  but  it  would  guarantee  at  least  a  com- 
parable knowledge  base  for  all  clients. 

This  ends  my  statement. 

Senator  Mikulski.  Veiy  good.  Thank  you  very  much.  Dr.  Chan. 
We  know  that  the  study  is  ongoing,  but  when  do  you  anticipate  its 
conclusion? 

Mr.  Chan.  I  will  turn  to  my  colleague. 

Mr.  Sharma.  Early  fall. 

Senator  Mikulski.  Early  fall.  I  think  that  will  just  exactly  be 
right  on  time,  as  hopefully,  in  early  fall  we  will  have  passed  the 
Clinton  long-term  care  benefit  package. 

Mr.  Chan.  By  your  request,  we  plan  to  in  fact  survey  all  the 
States  in  terms  of  the  Medicaid  waiver  programs  and  really  find 
out  the  degree  of  variability  and  so  on. 

Senator  Mikulski.  Fine.  We  will  come  back,  then,  to  questions. 

Thank  you. 

[The  prepared  statement  of  Mr.  Chan  follows:] 

Prepared  Statement  of  Kawi-Cheung  Chan 

Madam  Chairman  and  members  of  the  committee,  it  is  a  pleasure  to  be  here  to 
share  with  you  the  results  of  our  ongoing  work  on  how  elderly  clients  are  assessed 
for  publicly  funded  home  and  community-based  long-term  care.  As  you  requested, 
in  our  testimony  today,  we  will  present  information  on  geriatric  assessment — also 
called  "geriatric  evaluation,"  or  simply  "assessmenf-including  (1)  what  it  is  and  how 
it  is  used,  (2)  the  extent  to  which  it  is  available  in  public  programs,  (3)  the  profes- 
sional requirements  for  the  persons  who  administer  it,  and  (4)  some  of  the  pros  and 
cons  with  regard  to  standardization  of  the  evaluation  process.  In  this  testimony,  we 
use  the  words  evaluation"  and  "assessment"  synonymously.  Before  reporting  our 
findings,  let  me  turn  to  some  background  information  to  establish  the  context  in 
which  geriatric  assessment  has  become  important. 
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BACKGROUND— SOME  DEMOGRAPHICS  AND  THEIR  IMPLICATIONS 

Because  of  advances  in  medicine  and  public  health,  as  well  as  other  factors,  Amer- 
icans are  living  longer  than  ever  before.  The  Bureau  of  the  Census  reports  that  31 
million  elderly  persons— nearly  1  of  every  8  Americans— were  65  years  of  age  or 
older  in  1990.  The  elderly  population  is  expected  to  reach  52  million  by  2020,  rep- 
resenting about  1  of  every  5  .Americans. 

Within  the  65  and  older  age  group,  however,  not  all  segments  of  the  population 
are  changing  in  the  same  way:  the  proportion  of  persons  age  65-74  is  getting  small- 
er, while  the  proportion  of  people  age  75  and  older  is  getting  larger.  Indeed,  the  seg- 
ment of  our  population  that  is  expected  to  grow  most  rapicSy  consists  of  persons  75 
years  of  age  and  older. 

This  increasing  size  and  proportion  of  our  elderly  population  and  its  increasing 
age  have  implications  with  respect  to  the  need  for  support  services,  since  the  preva- 
lence of  most  dironic  diseases,  and  therefore  disability,  increases  with  age.  Chronic 
diseases,  including  cognitive  diseases  and  impairing  illnesses,  are  associated  with 
an  increase  in  limitations  on  activities  of  daily  living  (ADLs) — for  example,  bathing 
and  dressing — or  limitations  on  instrumental  activities  of  daily  living  (IADLs>— for 
example,  shopping  and  preparing  meals.  Individuals  who  experience  ADL  or  lADL 
limitations  may  require  supportive  environments  in  order  to  maintain  semi-inde- 
pendence in  the  community.  According  to  the  1987  National  Medical  Expenditure 
Survey,  about  11  percent  of  persons  age  65  to  74  living  in  the  community  have  some 
limitation  for  which  they  require  assistance;  this  figure  climbs  to  57  percent  among 
persons  age  85  and  older. 

For  eveiy  person  age  65  and  older  residing  in  a  nursing  home,  there  are  nearly 
two  living  in  the  community  who  require  some  form  of  long-term  support.  According 
to  a  Brookings  Institution  report,  approximately  4.9  million  elderly  persons  who  had 
ADL  limitations  were  residing  in  the  community  in  1985  (18  percent  of  the  popu- 
lation over  age  65).  About  two  thirds  of  these  elderly  persons  had  only  moderate  im- 
pairments—that is,  fewer  than  three  ADL  limitations.  However,  some  850,000  elder- 
ly persons  were  severely  impaired  (which  is  defmed  as  having  a  limitation  in  five 
or  six  ADLs).  ^ 

FEDERAL  AND  STATE  PROGRAM  INVOLVEMENT 

Home  and  community-based  long-term  care  services  for  elderly  persons  are  fi- 
nanced and  administered  through  a  complex  of  federal  and  state  programs,  includ- 
ing Medicare,  several  specific  M^edicaid  services.  Social  Services  Block  Grants,  pro- 
grams under  the  Older  Americans  Act,  and  programs  funded  solely  by  state  reve- 
nues. Accordingly,  in  most  states,  there  is  no  single  point  of  access  to  the  service 
system,  and  the  assessments  conducted  for  eligibility  and  care  planning  can  vary 
considerably,  depending  on  the  particular  source  of  service  financing  and  the  type 
of  service  provided.  This  fragmented  system  may  result  in  elderly  persons  being 
evaluated  every  time  they  apjply  for  a  new  program  or  pass  some  particular  mile- 
stone (for  example,  discharge  from  a  hospital),  possibly  by  different  assessment  proc- 
esses, including  different  data  collection  instruments  or  different  guidelines  for  mak- 
ing decisions  about  care  needs  on  the  basis  of  the  same  instrument.  To  the  extent 
that  these  evaluations  are  not  coordinated  or  communicated  among  agencies  and 
other  service  providers,  and  alternative  assessment  methodologies  operate,  both  re- 
dundancy among  multiple  evaluations  for  the  elderly  person  and  conflict  in  care 
plans  (generated  for  different  programs)  may  result. 

In  spite  of  fragmentation,  geriatric  assessment  is  a  potentially  useful  component 
of  any  program  having  frail  elderly  clients  seeking  home  and  community-based  long- 
term  care.  Such  assessment  is  often  perceived,  however,  as  especially  relevant  to 
programs  that  pay  for  a  wide  variety  of  services,  as  opposed  to  those  providing  only 
one  or  two  services.  Multiservice  programs  include  the  Medicaid  waiver  programs 
found  in  42  states.  ^  In  such  programs,  each  available  service  may  or  may  not  be 
authorized,  depending  on  a  care  plan  based  on  geriatric  evaluation.  The  proposed 
Health  Security  Act  (HJl.  3600)  describes  "state  programs  for  home  and  community- 
based  services  for  individuals  with  disabilities,     many  of  whom  are  elderly.  For 


1A.M.  Rivlin  and  J.M.  Wiener,  Caring  for  the  Disabled  Elderly:  Who  Will  Pay?  (Washineton 
DC:  The  Brookings  Institution,  1988),  p.  6.  j  ^      , 

'A  Medicaid  waiver  program  covers  persons,  not  all  of  whom  are  elderly,  needing  home  and 
community-based  services,  if  these  persons  would  otherwise  require  institutional  care  that 
would  be  covered  by  Medicaid. 
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these  multiple-service  programs  too,  the  client's  care  plan  would  be  dependent  upon 
a  needs  assessment.  ^ 

Now  let  me  turn  to  our  findings  on  geriatric  assessment:  first,  what  it  is  and  how 
it  is  used. 

FINDINGS — GERIATRIC  ASSESSMENT:  DESCRIPTION  AND  USE  IN  CARE  PLANNING 

Geriatric  assessment  or  evaluation  is  the  skillful  gathering  of  information  about 
an  elderly  person's  health,  needs,  and  resources.  In  our  review  of  the  literature  and 
interviews  with  experts  in  medicine,  nursing,  and  social  work,  we  found  consider- 
able agreement  about  the  importance  of  having  a  standardized  evaluation  process 
available  for  planning  an  elderly  client's  care  under  publicly  funded  home  and  com- 
munity-based lon^-term  care  programs.  Geriatric  evaluation  in  this  context  is  not 
the  same  as  the  kmd  of  intensive  geriatric  evaluation  conducted  in  hospitals,  where 
the  predominant  emphasis  is  on  physical  examination  and  medical  tests.  Instead, 
the  emphasis  is  on  functional  status,  resources,  and  needs. 

Information  that  is  commonly  gathered  through  geriatric  assessment  includes 
data  on  several  dimensions.  One  ofihese  is  physical  health.  This  is  usually  assessed 
by  asking  both  general  ("How  would  you  rate  your  health?")  and  specific  (^ave  you 
ever  been  told  by  a  doctor  or  nurse  that  you  have  arthritis?")  questions,  including 
ones  about  medications  being  taken.  Some  assessments  also  require  basic  physio- 
logical measurements,  such  as  blood  pressure.  A  second  dimension  is  mental  health, 
which  tjrpically  involves  the  use  of  scales  designed  to  measure  cognitive  status  (to 
check  for  signs  of  dementia)  and  affective  status  (to  check  for  si^s  of  depression 
and  other  misod  disorders).  General  questions  about  life  satisfaction  are  also  often 
asked. 

A  third  dimension  assessed  is  functional  status.  This  includes  inquiries,  and  pos- 
sibly observations,  about  the  client's  performance  of  ADLs  and  lADLs.  Although 
sometimes  considered  an  aspect  of  physical  health  instead  of  a  separate  dimension, 
the  measuring  of  the  client's  functioning  is  so  critical  that  the  entire 
multidimensional  assessment  is  sometimes  referred  to  as  a  "functional  assessment." 
Moreover,  as  noted,  the  eligibility  criteria  for  specific  programs  are  often  stated  in 
terms  of  the  number  of  ADL  limitations. 

A  fourth  dimension  that  is  always  relevant  concerns  social  supports.  Here  the  cli- 
ent is  asked  about  family  and  friends,  with  emphasis  on  practical  dimensions  such 
as  how  close  they  live  and  how  willing  they  are  to  help  under  particular  cir- 
cumstances. A  fiftii  dimension  is  economic  resources.  Depending  on  whether  a  pro- 
gram is  means  tested,  it  may  or  may  not  make  sense  to  ask  about  the  client's  eco- 
nomic resources  (income,  reserves,insurance,  and  so  forth).  A  sixth  dimension,  the 
home  environment,  including  the  neighborhood,  is  often  assessed,  with  emphasis  on 
both  objective  health  and  safety  hazards  and  subjective  feelings  of  comfort  or  threat. 
The  cUent  is  usually  also  asked  about  services  currently  received,  if  any,  and  those 
desired  or  applied  for. 

We  found  that,  althou^  there  is  considerable  agreement  among  experts  that 
these  dimensions  should  be  evaluated,  there  is  some  disagreement  about  now  inten- 
sively they  should  be  investigated.  For  example,  some  experts  feel  that  it  is  nec- 
essary to  gather  only  the  client's  own  self-report  about  physical  health,  while  others 
believe  that  some  basic  physiological  measures  should  also  be  taken.  Except  when 
impractical  in  terms  of  expense,  the  client's  home  is  considered  the  best  place  to 
conduct  such  an  assessment. 

Geriatric  assessment  typically  involves  the  administration  of  a  set  of  questions  to 
the  client,  or  to  the  caregiver  u  the  client  is  not  competent  to  provide  the  informa- 
tion, on  each  dimension  of  information  covered.  These  questions  make  up  an  assess- 
ment instrument  that  is  standeirdized  in  the  sense  that  all  clients  tire  asked  the 
same  questions,  unless  exempted  by  some  specific  rule  of  the  assessment  process. 
It  is  important  to  note  that  clinical  skills  play  a  major  role  in  geriatric  evaluation. 
These  may  include  the  skills  needed  to  administer  a  sequence  oi  questions  that  may 
be  highly  complex  in  its  oi^anization,  pose  follow-up  questions,  record  and  interpret 
ambiguous  replies,  and  arrive  at  a  comprehensive  picture  of  the  elderly  person's  re- 
sources and  needs.  As  a  result,  a  given  geriatric  assessment  process  is  usually  fixed 
in  terms  of  the  instrument  itseu  but  uexible  in  terms  of  how  that  instrument  is 
used. 

Geriatric  fissessment  is  used  (1)  to  determine  a  client's  eligibility  for  a  public  pro- 
gram, (2)  to  provide  the  basis  for  the  client's  care  plan,  and  (3)  to  determine  the 
aggregate  needs  of  a  community  for  services.  Geriatric  assessment  is  important  in 
care  planning  from  at  least  two  perspectives.  First,  sound  public  policy  requires  that 


3  Health  Security  Act,  title  II,  subtitle  B,  part  1. 
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scarce  resources  be  optimally  allocated.  For  individual  clients  for  home  and  commu- 
nity-based long-term  care,  this  means  that  (1)  only  clients  who  need  a  particular 
service  in  order  to  maintain  an  adequate  quality  of  life  in  the  community  sJiould 
be  authorized  to  receive  it  and  (2)  no  client  should  be  authorized  to  receive  services 
not  appropriate  to  his  or  her  needs.  This  is  accomplished  by  evaluating  the  needs 
of  the  client  and  then  delivering  only  the  needed  services.  For  example,  it  is  critical 
in  care  planning  to  decide  which  program  services  in  which  amounts  (for  instance, 
in  hours  per  week)  are  appropriate. 

Second,  major  public  long-term  care  programs  serve  many  vulnerable  poor  elderly 
persons  who  may  not  have  enjoyed  continuing  high-quality  medical  care  through 
their  early  years.  Assessment  is  especially  important  for  these  clients,  who  are  like- 
ly to  have  multiple  health  and  social  problems,  some  of  which  may  not  have  been 
previously  identified.  In  this  context,  evaluation  is  essential  to  obtaining  a  precise 
understanding  of  a  client's  current  situation  and  its  potential  effect  on  both  the  au- 
thorized services  and  future  interactions  with  the  care  delivery  system. 

Using  geriatric  evaluation  in  this  way  alerts  staff  to  many  of  a  client's  needs,  per- 
haps including  ones  that  cannot  be  directly  met  by  a  program.  Nevertheless,  it  may 
be  possible  to  deal  with  such  needs  in  ways  that  augment  the  benefits  from  program 
services  and  forestall  future  difficulties,  such  as  unnecessary  institutionalization. 
Thus,  assessment  plays  a  critical  role  in  care  planning  because  it  gives  the  evalua- 
tor  the  opportunity  to  (1)  inform  the  client  about  these  needs  and  potential  prob- 
lems, (2)  refer  the  client  to  appropriate  services  where  possible,  and  (3)  assist  the 
client  in  obtaining  further  help  to  deal  with  existing  problems  and  to  prevent  the 
development  of  potential  ones.  For  example,  depression  may  lead  a  client  to  neglect 
household  chores.  Based  on  this  need  for  help  with  lADLs,  chore  services  may  be 
authorized.  However,  if  the  evaluation  includes  a  scale  for  depression,  and  the  eval- 
uation thereby  detects  the  depression,  it  may  be  possible  to  refer  the  client  to  men- 
tal health  services.  If  treated  successfully,  tne  client  may  no  longer  need  the  chore 
services  originally  authorized  on  the  basis  of  the  initial  assessment  of  lADLS.  The 
result  in  this  case  would  be  a  happier  and  healthier  client  with  no  need  for  long- 
term  personal  assistance,  althou^  possibly  with  a  continuing  need  for  medication. 

The  appropriateness  of  a  care  plan,  for  both  program  and  nonprogram  services, 
depends  on  the  accuracy  of  the  assessment.The  central  notion  is  that  the  evaluator 
can  either  best  decide  what  services  a  client  needs  or  best  convey  the  needed  infor- 
mation to  those  who  will  decide.  The  resulting  list  of  services  and,  where  appro- 
priate, their  amounts  (for  example,  hours  per  week)  constitutes  a  plan  of  care.  T^e 
logic  of  this  use  of  assessment  is  often  also  extended  to  reassessments  or  periodic 
monitoring  of  a  client;  such  reassessments  provide  the  basis  for  care  plan  revision 
when  they  determine  that  the  client's  situation  has  changed  significantly. 

The  use  of  geriatric  evaluation  for  community  care  does  not  mean  that  every  ap- 
plicant needs  a  comprehensive  evaluation.  As  experts  have  pointed  out,  a  brief 
screening  instrument  can  be  employed  to  decide  if  an  applicant's  level  and  type  of 
frailty  are  such  as  to  require  a  more  comprehensive  assessment  and  perhaps  to  de- 
termine program  eligibility  as  well.  It  may  be,  for  example,  that  a  client  whose  func- 
tional status  is  good  would  benefit  relatively  little  from  comprehensive  evaluation, 
since  his  or  her  need  might  be  only  for  a  single  service  to  meet  a  specific  need,  such 
as  congregate  meals  in  the  case  of  social  isolation.  At  another  extreme,  a  severely 
cognitively  impaired  client  with  a  highly  burdened  informal  caregiver  mi^t  benefit 
relatively  little  from  comprehensive  evaluation,  needing  institutionalization  instead. 

THE  EXTENT  TO  WHICH  GERIATRIC  EVALUATION  IS  AVAILABLE 

Geriatric  evaluation  is  used  in  most  state-funded  and  federally  funded  (Medicaid 
waiver)  programs  offering  multiple  services.  The  findings  of  a  recent  survey  showed 
that  40  out  of  42  identified  Medicaid  waiver  programs  require  the  use  of  a  statewide 
standardized  instrument  for  client  evaluation.*  Other  publicly  funded  programs 
may  also  conduct  assessments,  but  we  know  of  no  source  of  systematic  iniormation 
about  them.  Thus,  geriatric  evaluation  is  available  and,  in  fact,  required  for  most 
applicants  to  state-mnded  and  medicaid  waiver  programs  offering  multiple  services. 
However,  it  is  important  to  note  that  the  instruments  in  use  at  the  state  and  local 
levels  vary  within  and  among  states  in  terms  of  their  contents  and  scope.  Many  In- 
struments are  designed  to  assess  only  an  individual's  needs  in  relation  to  the  eligi- 
bility requirements  of  a  program  and  to  the  services  that  it  has  to  offer.  These  in- 


*  Congressional  Research  Service,  Case  Management  Standards  in  State  Community  Based 
Care  Programs  (Washington,  DC:  1993). 
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struments  may  not  provide  a  comprehensive  evaluation  of  all  the  client's  resources 
and  needs. 

We  are  planning  to  survey  Medicaid  waiver  programs  to  learn  more  about  the 
evaluation  processes  that  they  employ.  We  will  compare  their  assessment  instru- 
ments with  the  recommendations  of  experts  regarding  scope  and  intensiveness  and 
investigate  tiie  role  of  these  instruments  in  care  planning.  Our  general  aim  is  to 
determine  how  closely  the  actual  use  of  geriatric  assessment  in  these  programs  cor- 
responds to  its  recommended  use.  We  will  report  our  findings  from  the  survey  at 
a  later  date. 

THE  PROFESSIONAL  REQUIREMENTS  FOR  THOSE  WHO  ADMINISTER  ASSESSMENTS 

An  evaluator's  minimum  professional  requirements  vary  greatly  in  both  Medicaid 
waiver  programs  and  state-funded  programs,  typically  involving  some  combination 
of  education  in  selected  fields  (nursing,  social  work,  socifd  science)  and  related  expe- 
rience. Both  the  level  of  education  and  the  length  of  experience  vary  from  program 
to  program.  We  do  not  know  the  amount  of  training  an  evaluator  for  a  particular 
program  receives  in  the  assessment  instrument  used  by  that  program. 

We  found  that  there  is  no  consensus  among  experts  on  the  appropriate  profes- 
sional requirements  for  persons  conducting  a  geriatric  assessment.  Some  suggested 
a  single  professional-nurse  or  social  worker — but  others  believed  a  team  of  profes- 
sionals should  be  employed.  One  stressed  that  training  is  more  important  than  dis- 
cipline. All  agreed  that  evaluators  should  be  prepared  to  perform  referral  and  other 
information  based  services  for  clients,  but  several  suggested  that  these  services  are 
not  provided  often  enou^.  The  investigation  of  evaluator  training,  especially  as  re- 
lated to  information,  referral,  and  assistance  services,  is  a  part  of  the  survey  we  are 
planning. 

DISCUSSION 

We  know  that  the  states  are  using  assessment  instruments  in  Medicaid  waiver 
and  state-funded  home  and  community -based  long-term  care  programs.  We  also 
know  that  the  instruments  vary  with  regard  to  scope,  intensiveness,  and  personnel 
requirements,  but  we  do  not  know  the  extent  to  which  they  vary.  The  problem  with 
great  variation  is  not  only  the  fragmentation  or  redundancy  of  services  and  evalua- 
tions, as  discussed  earlier,  but  also  the  inability  to  learn  something  more  generally 
about  the  common  needs  and  trends  characterizing  the  elderly  population  in  long- 
term  care  programs,  as  well  as  the  availability  or  gaps  in  services  characterizing 
the  programs  themselves.  The  proposed  Health  Security  Act  now  calls  for  a  uniform 
protocol  of  screening  and  assessment  of  clients'  needs  for  its  new  home  and  commu- 
nity-based services  program  for  individuals  with  disabilities.  It  may  therefore  be  de- 
sirable to  standardize  the  assessment  process  for  all  publicly  funded  home  and  com- 
munity-based long-term  care  programs  serving  elderly  persons,  in  all  states,  so  that 
all  applicants  receive  a  comprehensive  assessment  of  a  specified  scope  and  inten- 
siveness, administered  by  an  evaluator  (or  team)  of  specified  background.  It  is  im- 
portant to  note,  however,  that  any  attempt  to  standardize  the  process  may  result 
in  an  increase  in  its  scope,  intensiveness,  and  personnel  requirements  relative  to 
what  is  currently  found  in  some  programs.  * 

WOULD  STANDARDEZATION  INCREASE  EQUITY? 

In  principle,  having  all  elderly  appUcsmts  for  publicly  funded  home  and  commu- 
nity-based long-term  care  services  undergo  a  relatively  similar  assessment,  adminis- 
tered by  evaluators  with  specified  qualifications,  would  be  a  first  step  toward  ensur- 
ing that  scarce  resources  are  distributed  equitably.  Standardization  could  not,  of 
course,  ensure  that  persons  with  the  same  needs  would  be  treated  similarly  there- 
after, but  it  would  guarantee  a  comparable  knowledge  base  for  all  clients.  However, 
if  applicants  in  some  states  and  programs  were  more  comprehensively  evaluated 
than  those  in  other  places,  then  it  is  unlikely  that  equitable  treatment  would  result. 
A  client  whose  health,  needs,  and  resources  are  less  well  assessed  will  tend  to  re- 
ceive a  less  appropriate  care  plan,  even  when  appropriate  services  are  available. 


■See,  for  example,  G.  J.  Paveza  et  al.,  "A  Brief  Assessment  Tool  for  Determining  Eligibility 
and  Need  for  Community-Based  Long-Term  Care  Services,"  Behavior,  Health,  and  Aging,  1 
(1990),  121-32. 
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WOULD  OTANDARDEATION  DECREASE  REDUNDANT  ASSESSMENT? 

Standardization  promotes  the  use  of  the  same  or  similar  instruments  in  all  pro- 
grams. In  such  circumstances,  it  may  be  possible  for  a  client  already  assessed  when 
applying  for  one  program  to  avoid  a  second  assessment  when  appljang  for  another. 
Standardization  would  not  eliminate  all  second  assessments,  however.  A  second  as- 
sessment would  still  be  needed  when  considerable  time  has  passed  since  the  initial 
one  or  when  the  client's  situation  changes.  Standardization  may  be  a  first  step  to- 
ward a  community  care  system  with  a  smgle  entry  point;  as  such,  it  would  help  de- 
crease the  fragmentation  mentioned  earlier.  To  the  extent  that  one  kind  of  geriatric 
evaluation  can  efficiently  serve  several  programs,  both  programs  and  clients  should 
benefit. 

WOULD  STANDARDIZATION  PROMOTE  COMPREHENSIVE  CARE  PLANNING? 

As  noted,  standardization  would  tend  to  make  the  geriatric  assessment  used  in 
some  programs  more  comprehensive  than  they  now  are.  A  comprehensive  evaluation 
can  promote  the  planning  of  program  services  by  providing  a  broad  overview  of  a 
client's  situation,  as  well  as  meeting  the  client's  nonprosram  needs  by  pursuing  vig- 
orous information,  referral,  and  assistance  techniques.  Care  planning  does  not,  now- 
ever,  follow  inevitably  from  a  comprehensive  evaluation.  A  skillful  clinical  process 
is  required  to  turn  assessment  scores  or  ratings  into  service  recommendations.  Pro- 
fessional requirements  and  training  can  help  ensure  that  the  translation  from  the 
comprehensive  evaluation  to  a  care  plan  is  appropriate.  Most  important  of  all, 
standEU*dization  also  promotes,  relatively  automatically,  comprehensive  care  plan- 
ning for  the  community  as  a  whole  by  accumulating  evidence  regarding  the  needs — 
both  met  and  unmet — of  program  clients. 

WOULD  STANDARDIZATION  DECREASE  PROGRAM  FLEXIBILITY? 

For  many  pro-ams,  the  content  evaluation  is  dictated  by  the  specific  program 
services  offered.  For  these  programs,  standardization  would  decrease  program  Hexi- 
biUty  to  concentrate  resources  on  its  specific  needs  by  wastefully  increasing  the 
scope  of  its  assessment  beyond  that  required  for  authorizing  its  own  set  of  services. 
It  could  further  be  argued  that  where  a  program  offers  only  a  single  service,  no  as- 
sessment for  the  purpose  of  care  planning  is  necessary,  and  where  an  array  of  serv- 
ices can  be  provided,  an  assessment  designed  only  to  determine  the  need  for  each 
would  be  required. 

It  should  be  noted,  however,  that  only  a  comprehensive  evaluation  would  allow 
the  identification  of  all  service  needs,  within  or  without  a  program,  critical  for  main- 
taining an  elderly  person  in  the  community.  This  use  of  assessment  is  similar  to 
the  use  of  the  physical  examination  or  check-up  in  traditional  medical  practice  in 
that  it  is  an  attempt,  perhaps  the  only  attempt  for  many  clients,  to  identity  and  pos- 
sibly prevent  conditions  that  are  likely  to  cause  difficulties  in  the  future. 

Another  concern  is  that  standardization  could  increase  the  resources  devoted  to 
assessment  and  thereby  limit  the  time,  money,  and  personnel  available  for  the  pro- 
vision of  services.  It  is  true  that  standardization  might  result  in  an  increased  ex- 
penditure of  professional  time  and  money  for  programs  that  do  not  have  adequate 
resources.  However,  assessment  and  services  are  related  so  intimately  that  neglect- 
ing one  is  likely  to  reduce  the  effectiveness  of  the  other.  Inadequate  evaluation  can 
only  hurt  service  delivery.  Further,  the  judicious  use  of  screening  instruments  could 
ensure  that  only  a  portion  of  all  applicants  would  be  targeted  for  comprehensive  as- 
sessment, thereby  reducing  the  proportion  of  resources  required  for  evaluation. 

Another  potential  limitation  to  program  flexibility  concerns  the  need  of  many  pro- 
grams to  serve  nonelderly  people.  Current  publicly  funded  programs  providing  home 
and  community-based  long-term  care  to  elderly  persons  also  serve  nonelderly  dis- 
abled people;  so  will  possible  future  programs.  This  may  be  seen  as  a  further  im- 
pediment to  a  standardized  assessment  for  care  planning.  However,  to  the  extent 
that  the  components  of  a  comprehensive  assessment  needed  for  elderly  clients  are 
inappropriate  for  nonelderly  ones  and  components  needed  for  others  are  inappropri- 
ate for  elderly  persons,  then  the  assessment  process  for  such  programs  can  preserve 
flexibility  by  using  conditional  mechanisms  such  as  screening  and  skip  patterns. 
Screening  to  determine  eligibility  and  the  need  for  comprehensive  assessment  is 
mentioned  frequently,  and  skip  patterns  are  rules  of  administration  that  make  it 
possible  to  determine  from  a  client's  responses  to  certain  questions  which  subse- 
quent questions  will  be  asked  of  that  client.  These  mechanisms  can  help  a  program 
serving  different  categories  of  clients  employ  a  common  assessment  process  while 
avoiding  the  administration  of  assessment  components  that  are  inappropriate  to 
particular  categories  of  clients. 
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Finally,  it  has  been  stated  that  standardization  may  decrease  program  flexibility 
with  respect  to  which  professional  groups  should  conduct  geriatric  evaluation  and, 
of  course,  how  they  do  it.  AlUiou^  there  is  no  consensus  among  experts  regarding 
personnel  requirements,  it  is  likely  that  standardization  would  lead  to  the  establish- 
ment of  some  standards  concerning  the  professional  discipline,  educational  level, 
and  amount  of  training  with  the  assessment  instrument.  Establishing  personnel  re- 
quirements wdth  respect  to  discipline  and  educational  level  within  discioline  may 
engender  controversy  r^»rding  the  need  for  routine  input  from  a  particular  profes- 
sion, such  as  nursing.  The  resolution  of  this  issue  might  depend  on  whether  it  is 
decided  that  health  assessment  beyond  self-report  is  necessary.  Either  way,  it  is 
helpful  to  consider  the  extent  to  which  screening  and  specialized  training  may  be 
employed  in  order  to  reduce  the  need  for  personnel  with  the  most  highly  specialized 
training,  who  tend  to  be  the  most  costly  to  the  program  and  perhaps  the  most  dif- 
ficult to  find  in  a  particular  locale.  The  training  should  also  help  staff  appreciate 
the  advantages  of  an  instrument  standardized  not  just  for  their  program  but  across 
programs. 

WOULD  STANDARDIZATION  ALIENATE  CLIENTS? 

It  may  be  feared  that  a  comprehensive  assessment  covering  areas  seemingly  unre- 
lated to  the  specific  services  a  client  seeks  wiU  alienate  and  fatigue  him  or  her  be- 
cause of  its  apparent  irrelevance  and  extensiveness.  Perhaps  some  clients  perceive 
even  minimal  assessments  as  an  imposition.  As  one  expert  put  it,  no  one  comes  to 
a  program  for  assessment."  Alienation  and  fatigue  are  serious  problems.  It  is  a  chal- 
lenge to  design  evaluation  processes,  including  evaluator  training  in  the  nature  of 
these  problems,  that  enable  most  clients  to  avoid  them.  There  is  no  reason  to  be- 
lieve, however,  that  it  cannot  be  done. 

Alienation  may  be  a  particular  problem  when  a  client  (or  informal  caregiver)  ap- 
pears to  know  just  what  is  needed.  It  is  not  clear,  however,  that  the  most  appro- 
Eriate  set  of  services,  whether  smaU  or  large,  can  always  be  arrived  at  without  the 
enefit  of  a  relatively  comprehensive  assessment,  regardless  of  the  client's  or 
caregiver's  initial  opinion  or,  for  that  matter,  the  opinion  of  the  intake  staff  of  the 
agency  or  program.  It  may  be  that  none  of  the  participants  in  an  evaluation  have 
an  adequate  understanding  of  the  client's  current  problems  or  likely  future  problems 
or  the  range  of  possible  solutions,  without  the  evaluation.  It  may  be  necessary  to 
explain  tms  to  tiie  client  and  caregiver.  Also,  as  noted  previously,  the  use  of  a 
screening  instrument  may  enable  staff  to  identify  the  clients  whose  problems  are 
such  that  comprehensive  assessment  ia  not  likely  to  be  helpful. 

SUMMARY 

We  found  general  agreement  in  the  literature  and  among  experts  that  a  com- 
prehensive, standardized  geriatric  evaluation  is  important  and  should  be  available 
to  all  elderly  applicants  for  publicly  funded  home  and  community-based  long-term 
care  programs.  We  also  founa  support  for  the  use  of  a  screen,  as  part  of  the  evalua- 
tion process,  by  which  to  identi^  the  clients  who  are  most  likely  to  benefit  from 
comprehensive  evaluation.  Those  so  identified  would  receive  the  full  assessment, 
preferably  in  their  homes,  to  provide  the  basis  for  their  care  planning,  including  vig- 
orous referral  services.  »,  j.     .j 

We  found  that  geriatric  assessment  instruments  are  employed  in  most  Medicaid 
waiver  and  state-ftinded  community  care  programs,  but  they  vary  across  states  and 
programs,  and  the  extent  of  this  variation  is  unknown.  The  professional  and  experi- 
ence requirements  for  evahiators  are  well  defmed  in  these  programs.but  they  also 
vary  across  states  and  programs,  and  we  do  not  know  what  Kind  of  training  in  the 
specific  assessment  instruments  is  provided. 

An  attempt  to  standardize  the  geriatric  evaluation  across  programs  has  the  ad- 
vantages of  (1)  increasing  equity,  (2)  decreasing  the  likelihood  of  redundant  assess- 
ment, and  (3)  promoting  comprehensive  care  planning.  However,  it  also  has  the  po- 
tential to  encroach  upon  program  flexibility  and  to  alienate  some  clients.  If  in- 
creased standardization  is  attempted,  the  use  of  screening  and  improved  training 
for  evaluators  mi^t  diminish  the  negative  effects  of  inflexibility  and  alienation. 

Madam  Chairman,  this  concludes  my  remarks.  I  would  be  happy  to  answer  any 
questions  that  you  or  members  of  the  committee  may  have. 

Senatx)r  Mikulski.  Dr.  Kane,  why  don't  you  proceed?  You  have 
come  to  us  with  a  very  distinguished  background  in  public  health 
and  social  work.  We  also  note  that  you  are  on  the  scientific  board 
of  the  Society  for  Alzheimer's  disease.  Please  go  ahead. 
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Ms.  Kane.  Good  morning,  Senator  Mikulski  and  Senator 
Wellstone.  I  am  really  very  grateful  to  be  here,  and  I  appreciate 
your  presence  here.  Senator  Wellstone,  as  well  as  all  your  work  in 
Minnesota  and  in  the  country  on  behalf  of  health  care  and  long- 
term  care. 

My  name  is  Rosalie  Kane,  and  I  am  a  professor  at  the  University 
of  Minnesota,  and  there,  I  also  direct  the  National  Long-Term  Care 
Resource  Center,  which  is  one  of  the  centers  funded  by  the  Admin- 
istration on  Aging.  That  brings  me  into  contact  with  State  pro- 
grams in  long-term  care.  I  have  provided  technical  assistance  to 
more  than  20  States  in  the  design  of  assessment  tools,  their  articu- 
lation of  care  planning,  and  their  case  management  guidelines. 

So  my  testimony  is  based  on  that  experience  and  other  research 
that  I  have  done. 

I  would  like  to  submit  longer  testimony  for  the  record  and  just 
concentrate  on  a  few  things  in  the  oral  testimony.  I  would  like  to 
highlight  arguments  that  support  a  strong  case  management  pres- 
ence in  home  and  community-based  services  for  long-term  care 

Senator  Mikulski.  Let  me  just  take  care  of  a  parliamentary 
chore  and  just  say  that  without  objection,  your  entire  statement 
will  be  in  the  record,  and  without  objection,  the  entire  statement 
of  everyone  who  will  be  testifying  today  will  be  entered  in  the 
record. 

Ms.  Kane.  Thank  you. 

I  am  going  to  argue  for  a  strong  presence  of  case  management 
that  is  largely  independent  of  direct  services  being  managed. 

I  want  to  say  that  the  proposed  community-based  long-term  care 
program  as  it  is  spelled  out  in  the  legislation  is  very  welcome,  and 
I  think  it  builds  on  the  understandings  about  case  management 
and  community-based  services  that  have  already  been  developed, 
not  just  in  a  handful  of  exemplary  States  like  Wisconsin  and 
Maine,  but  in  more  than  half  of  the  States  in  the  Union.  And 
among  its  strengths,  I  would  just  want  to  State  that  there  are  at 
least  three  features  that  I  think  are  extraordinarily  positive. 

One  is  the  emphasis  on  functional  status  as  the  basis  of  eligi- 
bilitv,  rather  than  professional  iudgment  that  a  person  needs  a  par- 
ticular service  on  a  particular  list.  This  is  in  direct  contrast  to  the 
Medicare  home  health  benefit. 

Then,  the  flexibility  in  benefits,  so  that  cost-effective  services 
packages  can  be  arranged  according  to  individual  consumer  pref- 
erences and  needs.  In  particular,  I  am  very  positive  about  the  in- 
sistence that  client-directed  home  care  be  available.  Many  States 
have  had  experience  with  such  programs,  and  I  think  they  have 
been  positive,  and  the  benefits  have  not  been  overused;  with  case 
management,  they  are  relatively  low-priced  and  highly  desired. 

Then,  third,  the  expectation  that  services  may  be  received  in  a 
wide  variety  of  residential  settings  with  the  exception  of  nursing 
homes,  paving  the  way  for  care  in  assisted  living  settings,  adult 
foster  care  programs,  and  so  on. 

I  think  these  features  require  a  case  management  presence 
where  first,  case  management  is  viewed  as  distinct  from  service  de- 
livery; second,  assessment  is  not  divorced  from  the  initial  and  ongo- 
ing care  planning  and  monitoring;  and  third,  where  consumer  input 
is  continually  solicited  to  refine  the  program. 
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The  President's  proposal,  as  Dr.  Chan  says,  states  that  there 
should  be  an  assessment  and  a  care  plan,  that  everyone  is  entitled 
to  that.  Strong  arguments  can  be  maae  for  a  single-entry  case  man- 
agement within  a  geographic  community  to  promote  consumer  ac- 
cess, equity,  quality  of  service,  and  control  of  costs.  And  since  as- 
sessment and  care  planning  are  integral  to  the  case  managed  pro- 
grams as  they  have  evolved  under  Medicaid  waivers  and  State  rev- 
enue-fiinded  programs,  logically,  the  new  community  care  benefit 
would  be  incorporated  into  such  systems. 

Briefly  defining  case  management  as  it  has  evolved  in  commu- 
nity-based long-term  care  systems,  it  refers  to  coordination  of  serv- 
ices with  and  on  behalf  of  the  consumer  and  over  time,  and  it 
should  be  viewed  as  a  service  because  the  case  manager  and  the 
client  have  an  ongoing  relationship  with  face-to-face  contact,  and 
the  case  manager  assists  the  client  in  making  decisions  about  her 
long-term  care.  It  is  also  an  administrative  function  that  permits 
equitable  allocation  of  services  within  a  target  group  and  ongoing 
information,  that  is,  for  the  State  to  obtain  ongoing  information 
about  the  quality,  availability,  and  price  of  service  in  the  geo- 
gnraphic  area. 

Tne  tasks  of  case  management  include  comprehensive  fimctional 
assessment;  care  planning;  implementation  of  a  care  plan,  which 
usually  includes  purchase  authority;  monitoring  the  well-being  of 
the  consumer  and  the  adequacy  of'^ service  provision,  and  planned 
reassessment  at  regular  intervals.  And  then,  typically,  the  case 
management  program  also  conducts  centralized  functions  such  as 
resource  development,  volunteer  coordination,  quality  assurance, 
developing  management  information  systems.  I  think  these  func- 
tions are  feasible  only  if  the  case  management  program  is  account- 
able in  a  geographic  area. 

The  term  "case  management"  is  used  in  other  ways,  for  instance, 
for  the  coordination  of  care  that  agencies  do  for  their  own  services, 
home  health  agencies,  and  social  service  agencies,  and  nothing  in 
the  development  of  case  management  for  community  long-term  care 
benefits  should  replace  those  practices. 

Assessment  is  defined  as  a  comprehensive  functional  assessment. 
It  usually  takes  about  an  hour  and  a  half  and  covers  the  areas  that 
other  witnesses  have  mentioned,  and  it  typically  has  multiple  pur- 
poses— establishing  eligibility  for  particular  programs  based  on  ob- 
jective functional  indicators;  allowing  the  care  plan  to  flow  from  the 
assessment;  providing  the  basis  for  referrals  to  more  detailed  and 
specialized  assessments,  including  geriatric  evaluation  and  man- 
agement units,  or  dementia  workups  when  appropriate;  and  then 
aHowing  the  information  to  be  aggregated  over  time  in  order  to 
form  a  oasis  for  effectiveness  of  program  targeting  and  program 
planning. 

I  think  it  is  really  important  not  to  confuse  that  kind  of  assess- 
ment with  clinical  diagnosis  or  with  the  more  detailed  geriatric  as- 
sessments where  I  would  expect  continual  collaboration. 

I  see  I  have  run  out  of  time.  I  just  wanted  to  make  a  couple  re- 
marks about  the  current  capacity  of  States  for  case  management 
and  then  the  need  for  standards. 

I  do  believe  that  States  have  already  developed  strong  capabili- 
ties for  case  management,  including  the  assessment  component. 
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They  have  evolved  their  protocols;  they  have  substantial  reliability; 
they  have  their  quality  assurance.  They  have  substantial  experi- 
ence in  using  purchase-of-service  contracts  to  upgrade  quality,  and 
I  think  that  this  is  typically  underestimated  by  organizations 
whose  main  experience  is  with  home  health. 

The  case  management  function  at  its  best  involves  decision  coun- 
seling. The  case  manager  gives  the  client  feedback  from  the  assess- 
ment and  provides  meaningful  information  about  options  for  care. 
And  the  care  planning  gets  modified  over  time,  and  the  case  man- 
ager tracks  the  costs,  private  as  well  as  public. 

Your  staff.  Senator  Mikulski,  asked  me  to  comment  on  whether 
case  management  interferes  with  a  client's  wish  to  direct  his  or  her 
own  service.  My  view  is  that  case  management,  largely  independ- 
ent of  care  provision,  actually  enables  a  client  to  direct  his  or  her 
own  service  because  it  offers  ongoing  monitoring,  capacity  for  or- 
dering backup  services,  and  permits  care  to  come  from  independ- 
ently employed  providers.  It  guards  against  overprofessionalization 
yet  allows  for  professional  services  to  be  incorporated  when  needed. 

So  I  would  argue  against  building  prescriptive  Federal  standards 
into  statute,  although  I  would  think  States  should  have  to  satisfy 
Federal  authorities  that  their  program  meets  general  criteria. 

I  think  that  mandating  a  specific  assessment  tool  to  be  developed 
or  selected  and  used  throughout  the  Nation  would  be  a  cum- 
bersome step  that  could  stultify  clinical  refinements.  By  the  time 
a  tool  is  tested,  the  State  of  the  art  usually  moves  ahead.  And  I 
am  afraid  there  is  going  to  be  a  distracting  overemphasis  on  one 
of  what  I  think  is  the  least  needed  areas  of  technical  assistance. 
States  are  now  worrying  more,  I  think,  about  the  care  planning 
process,  the  training  to  make  sure  that  those  who  use  the  existing 
assessment  tool  use  it  consistently,  and  I  believe  that  is  the  way 
we  should  go. 

Finally,  in  terms  of  qualifications  to  be  mandated  for  case  man- 
agers, generally  speaking,  I  think  they  do  need  the  kind  of  prob- 
lem-solving skills  that  are  consistent  with  a  college  education.  We 
do  know  that  social  workers  and  nurses  have  skills  that  are  con- 
sistent with  good  case  management,  but  varied  educations  work,  so 
I  would  not  advocate  imposing  any  structural  criteria  on  States  for 
educational  backgrounds  of  case  managers,  but  rather,  that  States 
should  be  expected  to  develop  and  maintain  performance  standards 
for  case  managers  based  on  effective  practice  that  are  linked  to 
good  outcomes. 

In  conclusion,  I  want  to  say  that  the  quality  assurance  for  com- 
munity-based services  in  private  homes  and  in  home-like  residen- 
tial settings  like  assisted  living  is  quite  difference  from  quality  as- 
surance for  hospital  and  nursing  home  care  and  for  specific  medical 
procedures.  Investment  in  an  ongoing  case  management  process 
currently  seems  the  best  bet  for  assuring  quality  and  appropriate- 
ness of  services  and  outcomes,  without  heing  unduly  prescriptive 
about  the  ordinary  care  that  really  shapes  the  way  people  live. 

Thank  you. 

Senator  Mikulski.  Thank  you  very  much.  Dr.  Kane,  for  very, 
very  comprehensive  testimony.  I  can  imderstand  why  Senator 
Wellstone  is  so  bullish  on  you. 

[The  prepared  statement  of  Ms.  Kane  follows:] 
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Prepared  Statement  of  Rosaue  A.  Kane 

Senator  Mikulski  and  members  of  the  committee,  my  nsmie  is  Rosalie  Kane  and 
am  a  social  worker  and  a  professor  at  the  University  of  Minnesota,  where  I  also  di- 
rect a  National  Long-Term  Care  Resource  Center  funded  by  the  Administration  on 
Aging.  One  of  the  areas  of  emphasis  of  that  Center  Is  case  management  and  assess- 
ment. 

I  am  honored  to  participate  in  this  hearing.  For  the  record,  I  ask  to  submit  more 
detailed  written  testimony  that  describes  findings  about  case  management  and  as- 
sessment in  home  and  community  based  long-term  care.  In  my  oral  testimony,  hi^- 
light  arguments  that  support  a  strong  case  management  presence  in  home  and  com- 
munity-based long-term  care  that  is  largely  independent  of  the  direct  services  being 
managed  and  list  some  of  the  features  t^at  research  and  practice  experience  suggest 
are  important  for  assessment  and  case  management. 

My  comments  are  based  on  the  following  experience: 

— For  six  years,  I  provided  technical  assistance  to  state  case  management  pro- 
grams and  my  LTC  Center  has  assisted  more  than  twenty  states  in  their  design  of 
assessment  tools,  their  articulation  of  care  planning  and  case-management  guide- 
lines, and  their  approaches  to  assuring  quality  in  community-based  long-term  care. 

— I  recently  conducted  a  study  for  the  Oflice  of  Technology  Assessment  to  examine 
working  relationships  between  non-provider  case  managers  and  care  providers  with 
whom  uiey  work. 

— I  have  almost  completed  a  HCFA-funded  study  of  the  ways  that  case  manage- 
ment programs  can  and  do  influence  the  quality,  availability,  and  price  of  services 
being  managed  based  on  case  studies  of  118  case  management  programs. 

— 1  have  evaluated  programs  whore  case  managers  arrange  and  purchase  services 
under  Medicaid  waivers  in  residential  settings  such  as  adult  foster  care  and  assisted 
living. 

The  proposed  community-based  LTC  program  is  very  welcome,  it  brings  a  much 
needed  iniusion  of  resources,  and  it  builds  on  the  understandings  about  case  man- 
agement and  conmiunity-based  services  that  have  been  developed  in  not  just  a 
handful  of  exemplaiy  states,  but  in  more  than  half  of  the  states  in  the  union. 
Among  its  strengths,  in  my  view  are  three  features: 

— ^the  emphasis  on  functional  status,  so  that  program  eligibility  is  based  on  spe- 
cific functional  disability  rather  than  professional  judgement  that  services  on  a  par- 
ticular list  are  needed.  This  is  a  direct  contrast  to  the  Medicare  home  health  benefit 
and  reflects  the  fact  that  ongoing  community-LTC  services  need  to  be  highly  individ- 
ualized because  they  are  designed  to  supplement  and  complement  ordinary  assist- 
ance provided  by  family  members  and  to  permit  the  clients  to  live  as  meaningfully 
as  possible  given  their  disabilities; 

— the  flexibility  in  benefits,  so  that  cost-effective  service  packages  can  be  arranged 
according  to  individual  consumer  preferences  and  needs,  and,  in  particular,  its  in- 
sistence that  client-directed  home  care  be  available.  Many  states  have  experience 
with  such  programs  (including  those  that  will  compensate  relatives  and  neighbors 
under  various  circumstances)  and  have  found  that  such  benefits  are  highly  desired, 
relatively  low  priced,  and  witii  case  management,  not  over-used; 

— the  expectation  that  services  may  be  received  in  a  wide  variety  of  residential 
settings,  with  the  exception  of  nursing  homes.  In  states,  notably  Oregon,  where  as- 
sisted living  and  adult  foster  care  programs  have  evolved  as  benefits  in  a  case-man- 
aged system  of  care,  low-income  consumers  with  disabilities  comparable  to  nursing 
home  residents  have  been  able  to  live  individualized,  "normal"  life  styles,  yet  receive 
necessary  care,  and  private-pay  clientele  have  been  enormously  attracted  to  these 
same  settings  based  on  the  quality  and  the  price  of  both  the  housing  and  board 
(which  is  paid  for  out  of  income)  and  the  services  (which  are  subsidized  oy  Medicaid 
waivers). 

These  features  require  a  case-management  presence  where  case  management  is 
viewed  as  distinct  from  service  delivery,  where  assessment  is  not  divorced  from  ini- 
tial and  on -going  care  planning  and  monitoring  of  care,  and  where  consumer  input 
is  continually  smicited  and  used  to  refine  the  program  in  the  President's  proposal, 
each  consumer  is  required  to  have  an  assessment  and  care  plan,  but  the  details  of 
the  assessment  eind  care  plan  are  unspecified.  However,  strong  arguments  can  be 
made  for  single-entry  case-management  within  a  geographic  community  to  promote 
consumer  access,  equity,  quality  of  services,  and  control  of  costs.  Assessment  and 
care  planning  are  integral  to  case-managed  programs  as  they  have  evolved  under 
Medicaid-waiver  and  state-revenue  funded  programs,  and  logically  the  new  commu- 
nity-care benefit  would  be  incorporated  into  such  systems. 
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CASE  MANAGEMENT  DEFINED 

Case  management  as  it  has  evolved  in  community-based  long-term  care  systems 
refers  to  coordination  of  services  with  and  on  behalf  of  the  consumer  over  time.  It 
is  a  service  (because  the  case  manager  and  the  client  have  an  ongoing  relationship 
based  on  face-to-face  contact  and  the  case  manager  assists  the  client  in  making  deci- 
sions about  her  long-term  care).  It  is  also  an  administrative  fijnction  that  j)ermits 
equitable  allocation  of  services  within  a  target  group  and  ongoing  information  about 
the  quality,  availability,  and  price  of  service  in  the  geographic  area.  The  tasks  of 
case  management  include  comprehensive  functional  assessment,  care  planning,  im- 
plementation of  a  care  plan  (olien  with  purchase  or  authorization  of  services),  mon- 
itoring the  well-being  of  the  consumer  and  the  adequacy  of  service  provision,  and 
planned  reassessment  at  regular  intervals.  Typically,  a  case  management  program 
also  conducts  centralized  functions  of  resource  development,  volunteer  cooroination. 
development  and  monitoring  of  contracts  with  providers,  and  quality  assurance  and 
management  information  system  functions.  Such  functions  are  feasible  only  If  the 
case  management  program  is  accountable  for  service  in  a  geographic  area. 

The  term  case  management  (or  care  management)  is  used  m  diverse  ways.  In 
common  usa^e,  nursing  and  social  service  agencies  oflen  use  the  term  case  manage- 
ment for  their  own  internal  coordination  of  elements  of  their  own  service  and  their 
periodic  referrals  to  and  coordination  with  other  agencies.  Under  Medicare,  the  term 
management  and  evaluation"  is  used  for  the  skUled  oversight  that  a  nurse  provides 
under  certain  circumstances  to  coordinate  unskilled  care  provided  by  her  agency. 
Nothing  in  the  development  of  case  management  for  the  new  community  LTC  bene- 
fit wiU  DC  intended  to  replace  these  practices,  which  have  long  been  standard  parts 
of  good  public  health  nursing  and  social  service. 

ASSESSMENT  DEFINED 

A  comprehensive  functional  assessment  as  done  by  community  LTC  case  man- 
agers is  a  process  that  uses  an  assessment  protocol  standardized  within  the  case 
management  program  to  assess  a  client's  functional  abilities  and  disabilities,  as  well 
as  the  underlying  physical,  emotional,  and  cognitive  conditions  and  social  cir- 
cumstances that  create  those  needs.  Such  assessments  are  typicaljv  done  in  the 
older  person's  own  home  and  take  an  average  of  1  to  IV2  hours.  The  assessment 
has  the  foUowing  purposes: 

— Eligibility  for  particular  programs  is  established  based  on  objective  functional 
indicators. 

— ^A  care  plan  for  LTC  is  made  to  respond  to  unmet  needs  identified  in  the  assess- 
ment. 

— When  indicated,  referrals  ore  made  for  more  detailed  and  specialized  assess- 
ments, such  as  dementia  workups,  medication  reviews,  full  geriatric  assessments 
from  geriatric  assessment  and  evaluation  units,  or  vision  ancf  hearing  evaluations. 

— when  aggregated  across  consumers  and  examined  over  time,  data  from  the  as- 
sessments and  reassessments  provide  the  basis  for  examining  the  effectiveness  of 
the  program  in  targeting,  meeting  unmet  needs,  and  realizing  good  outcomes  for  the 
consumer. 

Comprehensive  assessment  done  for  these  purposes  should  not  be  confused  with 
clinical  diagnosis.  Nor  does  it  replace,  say,  a  medical  or  mental  health  evaluation, 
or  a  dementia  workup,  but  rather  suggests  when  such  additional  services  are  need- 
ed. The  medically -oriented  Geriatric  Assessment  Units  (GEUsJ  and  Geriatric  Eval- 
uation and  Management  Units  (GEMs]  that  have  emerged  over  the  last  ten  vears 
differ  markedly  in  purpose  and  function  from  comprehensive  assessments  of  case 
managers.  They  entail  comprehensive  assessment  that  crosses  medical  and  health 
care  specializations  and  often  involve  short-term  therapeutic  trials  to  establish 
medication  and  clinical  regimens  that  maximize  functioning.  Case  managers  receive 
referrals  from  GEMs  once  the  client  is  stabilized  end  make  referrals  to  GEMs  when 
their  own  assessments  indicate  that  such  referrals  are  needed. 

CAPACITY  FOR  CASE  MANAGEMENT  AND  STANDARD-SETTING 

In  my  view,  states  have  already  developed  strong  capabilities  for  case  manage- 
ment in  community  LTC,  including  the  assessment  component.  They  have  evolved 
and  are  continuing  to  refine  assessment  protocols  that  respond  to  the  range  of  feder- 
ally-subsidized and  state  funded-only  programs  that  they  are  managing.  They  have 
achieved  substantial  reliability  in  their  assessments  and  have  invested  in  Informa- 
tion Systems  based  on  those  assessments.  As  others  in  this  hearing  testify,  they 
have  evolved  quality  assurance  programs  that  are  built  both  on  consumer  feedback 
and  on  developing  standardized  protocols  for  assessing  and  managing  problems  that 


108 

commonly  arise  among  the  clientele — e.g.  dementia  in  those  living  alone,  suspected 
older  abuse,  frequent  falls,  suspected  over-medication.  They  have  substantial  experi- 
ence in  using  purchase  of  service  contracts  as  a  threshold  for  quality.  Organizations 
whose  experience  with  home  care  is  laigely  limited  to  post-acute  and  acute-care 
services  ftinded  under  Medicare  or  insurance  often  underestimate  the  capacities 
that  have  been  developed  for  ongoing  care  management  systems. 

The  case  management  function  at  its  best  is  a  form  of  decision-counseling,  where 
the  case  manager  gives  the  client  feedback  from  the  assessment  and  provides  mean- 
ingful information  about  options  for  care,  and  the  client  makes  choices  according  to 
her  own  preferences,  needs,  and  resources.  For  this  function  to  work  optimally,  the 
case  manager  should  not  represent  a  particular  care  provider,  nor  be  reduced  to  an 
administrative  function  where  she  merely  provides  lists  of  certified  providers  with 
no  descriptive  information.  Also  the  care  planning  (initially  and  as  modified  over 
time)  must  flow  from  the  assessment,  both  for  client-centered  planning  and  for  ad- 
ministrative accountability.  In  counseling  about  and  tracking  the  costs  of  care  plans, 
the  case  manager  considers  private  costs  as  well  as  those  incurred  by  the  program, 
and  the  progrsun  strives  to  create  a  market  where  practical  services  can  be  pur- 
chased at  reasonable  prices.  Senator  Mikulskl,  your  stafl*  asked  me  to  comment  on 
whether  case  management  interferes  with  a  client's  wish  to  direct  his  or  her  own 
service.  I  would  reply  that  case  management  largely  independent  of  care  provision 
enables  a  client  to  direct  his  or  her  own  service.  It  offers  the  ongoing  monitoring 
and  capacity  for  ordering  backup  services  that  permits  care  to  come  from  independ- 
ently employed  providers,  compensated  family  members,  and/or  multiple  agencies. 
It  guards  against  an  overprofessionalization  of  services,  yet  allows  for  incorporation 
of  skilled  professional  services  as  needed. 

I  argue  against  building  prescriptive  federal  standards  into  statute  or  regulation 
for  management  in  general  or  for  the  assessment  component  of  case  management. 
Rather,  states  should  be  required  to  satisfy  federal  authorities  that  their  program 
meets  some  general  criteria.  For  example:  a  standardized  assessment  tool  should  be 
used  within  the  geographic  catchment  area;  the  tool  should  assess  certain  topical 
areas  and  should  be  able  to  measure  functional  eligibility  as  described  in  the  stat- 
ute: states  should  be  required  to  have  a  process  for  training  case  managers  in  as- 
sessment, care-planning,  and  ongoing  monitoring  of  care,  including  clear  written 
materials',  and  case  management  programs  should  be  able  to  respond  in  a  timely 
way  to  requests  for  assessment  and  service. 

Frankly,  mandating  that  a  specific  assessment  tool  be  develop>ed  or  selected  and 
used  throughout  the  nation  is  a  cumbersome  step  that  may  well  stultify  clinical  re- 
finements. By  the  time  a  tool  is  tested,  the  state  of  the  art  has  usually  moved 
ahead.  Moreover,  if  Congress  mandates  that  a  specific  uniform  assessment  tool  be 
developed  for  the  new  program,  I  fear  a  distracting  over-emphasis  on  one  of  the 
least  needed  areas  of  tedinical  assistance.  The  wording  of  an  assessment  tool  is  no 
more  important  than  is  training  in  its  consistent  use.  And  the  assessment  process 
is  no  more  important  than  is  the  care  planning  that  follows.  Programs  need  to  turn 
their  attention  to  refining  care  planning  procedures  and  processes  rather  than  to  re- 
visit assessment  tools.  Case  management  involves  much  more  than  comprehensive 
assessment,  and  high-quality  comprehensive  assessment  can  now  be  achieved  with 
a  variety  of  tools  that  are  in  place. 

Finally,  what  qualifications  should  be  mandated  for  case  managers?  Generally 
speaking,  case  managers  need  the  kind  of  problem-solving  skills  and  general  capa- 
bilities that  tire  typically  inconsistent  with  less  than  a  college  education.  It  is  un- 
doubtedly true  that  some  professional  preparations,  such  as  social  work  and  nurs- 
ing, are  consistent  with  good  case  management.  However,  persons  with  varied  basic 
educations  have  proven  effective  as  case  managers,  and  case-management  programs 
are  strengthened  by  some  diversity  of  background  among  the  staff.  I  would  not  ad- 
vocate imposing  any  structural  criteria  on  states  for  educational  backgrounds  of  case 
managers.  Rather  states  should  be  expected  to  develop  and  maintain  performance 
standards  for  case  managers,  based  on  effective  practices  linked  to  good  outcomes. 

In  conclusion,  let  me  say  that  quality  assurance  for  community-based  services  in 
private  homes  and  homelike  residential  settings  is  quite  different  from  quality  as- 
surance for  hospital  and  nursing  home  care  and  for  specific  medical  procedures.  In- 
vestment in  an  ongoing  case  management  process  currently  seems  the  best  bet  for 
assuring  quality  and  appropriateness  of  services  and  outcomes  without  being  unduly 
prescriptive  about  the  ordinary  care  that  shapes  people's  lives. 
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STATE  CAPACITY  FOR  CASE-MANAGED  LONG-TERM  CARE  SYSTEMS:  RELATIONSHIP  TO 

QUALITY  AND  CLIENT  AUTONOMY 

BACKGROUND:  WHY  REVISIT  CASE  MANAGEMENT? 

In  March  1990,  also  In  Dallas,  policy-makers  and  practitioners  from  the  five 
states  m  HHS  Region  VT  gathered  to  discuss  "What  Is  Case  Management  Anyway?" 
and  Urv-Wong,  King,  1990)."  The  title  of  the  conference  reflected  the  perpetual  dif- 
ficulty—one that  18  still  with  us-in  reaching  full  consensus  on  what  case  manajje- 
ment  is  and  what  it  should  be  in  long-term  care  (LTC]. 

During  the  1990  conference  modek  were  presented  from  3  well-established  case- 
management  wstems:  those  of  Oregon,  Pennsylvania,  and  Massachusetts.  Work- 
shops dealt  with  topics  not  unlike  those  on  our  agenda  today:  relationships  with  pro- 
viders; funding  and  financing;  quality  assurance;  rural  case  management;ca8e  man- 
ageinent  roles  and  functions,  such  as  assessment  and  care  planning.  Somewhat 
grandiosely,  I  promulgated  what  I  called  the  10  commandments  of  case  manage- 
ment. These  were:  •* 

^'  3??°"  shalt  not  do  case  management  unless  the  client  needs  it. 

2.  The  client  shalt  have  only  one  case  manager. 

3.  The  case  manager  shall  have  authority  over  services. 

4.  The  case  manager  shall  do  no  direct  services. 

5.  Case  managers  shall  not  be  held  blameless  unless  they  calculate  costs  of  care. 

6.  Remember  the  assessment:  do  it  wholly,  and  do  it  as  it  is  written. 

7.  Care  plans  should  flow  from  the  assessments.  They  should  be  individualized, 
yet  contain  standard  responses  to  standard  problems. 

8.  Thou  shalt  shall  monitor,  including  when  the  client  is  in  a  hospital  and  when 
the  client  is  discharged  from  a  hospital  to  a  nursing  home. 

9.  Thou  shalt  be  flexible  in  serviced  provision. 

10.  Honor  thy  client's  preferences,  so  that  your  days  may  be  long  as  a  case  man- 
ager. 

These  commandments  stiU  have  validity,  though  like  the  original  10,  they  are 
open  to  interpretation  and  exception.  And  the  topics  discussed  in  Dallas  in  1990— 
quality  assurance,  case  management  roles  and  functions,  fmancing,  rural  issues,  re- 
lationships with  providers — are  still  salient. 

So,  why  revisit  case  management?  The  reason  is  found  by  referring  to  trends  in 
LTC  and  to  issues  that  have  arisen  in  existing  programs,  all  of  whidi  call  for  the 
best  thinking  of  policy  makers  and  practitioners  at  state  and  local  levels. 

Revisiting  case  management  is  timely  for  several  reasons: 

1.  The  case  manager  and  the  case  management  process  holds  a  key  to  the  quality 
of  services  and  the  fairness  of  allocation.  Few  federal  or  state  expansions  of  LTC 
have  been  suggested  without  a  case  management  component. 

2.  Although  we  no  longer  need  to  ask  what  case  management  is  (because  wide- 
spread agreement  has  been  reached  about  its  components),  we  do  need  to  contin- 
ually ask  the  harder  question:  What  is  case  management  in  this  program  expected 
to  achieve?  The  corollaiy  question  is:  How  will  we  know  that  case  management  is 
successful? 

3.  Much  state  experience  about  case  managed  LTC  programs  has,  by  now,  been 
amassed  and  can  be  examined.  For  example,  in  a  recent.  Congressional  Research 
Service  report,  NASUA  detailed  case  mant^ement  standards  in  72  Medicaid-waiver 
and  state-funded  programs  (Justice,  1993).  Given  the  pressure  for  case  management 
standards.  Introspection  based  on  careful  review  of  experience  is  necessary  to  draw 
conclusions  about  what  standards  are  justified,  what  standards  are  premature,  and 
what  mailers  should  be  left  to  the  discretion  of  a  well-trained  case  manager. 

4.  In  keeping  with  No.  3,  although  much  can  be  learned  about  case  management, 
much  is  already  known.  Periiaps  because  new  federal  funding  is  possible  for  commu- 
nity-based LTC.  new  actors  are  becoming  engaged  with  the  issues  and  are  raising 
questions  about  the  adequacy  of  existing  knowledge  and  technology  for  state  case- 
managed  systems.  Therefore.  It  is  importtmt  to  fe  able  to  decide  and  assert  con- 
fidently what  we  know  already. 

5.  Case  management  remains  a  difficult  job,  one  that  requires  balancing  of  advo- 
cacy and  resource  allocation  (or  gatekeeping).  It  remains  a  fiinction  with  political 
implications.  The  more  the  advocacy  and  gatekeeping  functions  can  be  clarified,  the 
more  confident  consumers  wiU  be  and  the  better  case  managers  will  sleep.  The 
CTowing  attention  to  the  ethics  of  case  management  (Kane  &  Caplan,  19931  reflects 
these  concerns. 

6.  Case  management  is  sometimes  viewed  as  an  intrusion  on  professionals  and 
agencies  that  provide  care,  but  some  service  providers  also  view  case  managers  posi- 
tively as  facihtators  of  their  worit.  Although  some  "creative  tension"  between  case 
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managers  and  those  who  deliver  services  may  be  inevitable,  amicable  and  coopera- 
tive arrangements  are  highly  preferable  and  can  be  encouraged  by  consideration  of 
roles  and  structure. 

7.  Regulatory  approaches  to  maintaining  quality  of  LTC  are  now  being  challenged 
as  ineffectual,  or  as  bringing  about  expensive,  inflexible  systems  that  hamstring  the 
clients  they  protect.  Case  management  may  have  a  quality  assurance  function  that 
obviates  the  need  for  some  regulation. 

8.  Case  management  for  LTC  is  built  into  the  1994  Health  Security  Act,  but  the 
specification  of  Qiat  case  management  is  largely  (and  aoDropriately)  left  to  states. 
Regardless  of  income,  persons  tnoudit  to  need  LTC  will  be  entitled  to  "an  assess- 
ment and  a  care  plan,  llius,  several  current  trends,  all  of  which  will  be  hastened 
by  the  health  care  reform  now  under  discussion,  bring  new  challenges  to  case  man- 
agers: 

— States  often  include  multiple  target  populations,  such  as  disabled  oeople  under 
age  65,  developmentally  disabled  adults,  chronically  mentally  ill  people,  and  even 
children  with  disabilities  in  case-managed  LTC  programs  for  frail  elderly  people. 
This  would  be  part  of  the  proposed  plan  under  the  Health  Security  Act. 

— States  are  increasingly  emphasizing  designing  programs  that  accord  with  client 
preferences,  and  many  states  make  consumer-directed  lTC  possible  for  one  or  more 
populations.  Consumer  input  and  client-directed  care  are  integral  to  the  Clinton 

plan.  ,       1  . 

— ^The  boundaries  between  home  care  and  residential  care  are  breaking  down. 
Some  state  and  Medicaid-waiver  prop-ams  already  pay  for  services  received  by  per- 
sons living  in  various  group  residential  settings.  Under  the  Clinton  plan,  clients  can 
receive  community-based  personal  care  and  other  LTC  services  wherever  they  live 
(other  than  in  a  nursing  home). 

10.  "Managed  care"  is  in  the  wind  for  acute-care,  but  there  is  little  clarity  about 
the  extent  to  which  the  health  alliances  envisaged  for  acute  care  could  or  should 
manage  LTC.  The  S/HMO  and  PACE  demonstrations  are  examples  of  programs 
where  both  some  LTC  and  acute-care  are  included  in  the  services  provided  under 
the  capitation;  despite  the  publicity  these  programs  have  generated,  their  char- 
acteristic features  and  relationship  to  mainstream  state  LTC  programs  is  unclear. 

Some  of  these  issues  are  discussed  in  the  next  sections. 

WHAT  IS  CASE  MANAGEMENT:  CONFUSIONS  OVER  DEFINITION  ^ 

The  controversy  about  case  management  and  who  should  do  it  is  fueled  by  mul- 
tiple uses  of  the  term. 

MEDICAID  WAIVER 

Under  the  2176  Medicaid  waiver  program,  case  management  is  "management  of 
a  specified  group  of  services  for  a  specified  group  of  people."  Many  states  have  iden- 
tified lead  agencies  to  provide  case  management  to  the  nursing-home-certifiable  pop- 
ulation covered  under  the  2176  waivers.  Case  management  itself  is  construed  as  one 
of  the  services  that  can  be  covered  under  the  waiver,  and  many  states  have  devel- 
oped single-entry  case-managed  systems  of  service  for  allocation  of  home  care,  adult 
day  care,  and  various  other  services  included  under  the  state's  plan.  Although  some 
states  require  a  physician  referral  to  the  case  management  program,  many  do  not. 
Some  states  have  used  their  2176  waivers  (often  with  additional  state-funded  pro- 
grams) to  develop  a  social  model  of  case  management  for  elderly  persons  with  func- 
tional impairments.  Although  certified  home  care  agencies  may  be  vendors  under 
these  programs,  many  states  purchase  care  Ifu-gely  or  exclusively  from  personal  care 
agencies  and  homemaking  agencies,  in  some  programs,  care  may  also  be  purchased 
from  individually  employed  workers. 

TARGETED  CASE  MANAGEMENT 

The  Consolidated  Omnibus  Reconciliation  Act  of  1985  made  matching  federal 
Medicaid  funds  available  for  "targeted"  case  management.  States  can  opt  to  offer  a 
statewide  case  management  benefit  to  targeted  subsets  of  the  population  through 
the  regular  Medicaid  program.  Under  regular  Medicaid  rules,  recipients  must  have 
a  "free  choice"  of  case-management  provider,  who  can  be  selected  from  agencies  ap- 
proved as  vendors.  The  statute  states  that  "case  management  is  commonly  under- 
stood to  be  a  system  under  which  responsibility  for  locating,  coordinating,  and  ar- 
ranging a  group  of  services  rests  with  a  designated  person  or  organization."  States 


^This  section  is  largely  derived  from  an  unpublished  OTA  report  on  relationships  between 
care  providers  and  consumers  (Kane,  1993). 
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opting  to  use  this  funding  source  have  typically  targeted  populations  other  than  the 
large  population  of  frail  elderiy  receiving  home  care.  For  example,  developmentallv 
disabled  adults,  homeless  adults,  mothers  with  young  children,  or  persons  with 
chemical  dependency  may  be  chosen  as  targeted  populations.  Although  a  physician's 
prescription  is  requuned  lor  agencies  to  be  reimbursed  for  tai^eted  case  management 
(thus  making  it  appear  to  be  a  program  squarely  in  the  "medical  model  "),  m  fact, 
targeted  case  management  may  be  more  analogous  to  traditional  social  casework 
with  little  involvement  of  home  care  agencies  and  with  traditional  social  work  agen- 
cies acting  as  vendors.  This  has  led  some  critics  to  question  whether  targeted  case 
management  merely  is  a  mechanism  to  use  health  dollars  to  refinance  needed  social 
services. 

"MANAGEMENT  AND  EVALUATION"  BENEFIT  UNDER  MEDICARE  HOME  HEALTH 

Management  and  evaluation  of  a  care  plan  was  identified  as  a  new  skilled  nursing 
service  in  the  Health  Insurance  Manual-II  in  April  1989.  On  September  27,  1991, 

firoposed  rules  codifying  "mana^ment  and  evaluation"  as  a  skilled  nursing  service 
or,  when  applicable,  as  a  seivice  done  by  a  skilled  rehabilitation  therapist)  were 
published  in  the  Federal  Register,  and  a  final  rule  is  expected  imminently.  Some- 
times confusingly  referred  to  as  the  "case  management'  home  health  benefit,  man- 
agement and  evaluation  can  be  reimbursed  when  the  complexity  of  the  patient's 
medical  condition  and/or  social  situation  is  such  that  skilled  management  is  needed 
to  stabilize  the  situation  and  prevent  complications.  This  benefit  can  be  provided 
even  if  no  skilled  services  are  being  provided  simultaneously.  The  patient  must  meet 
all  other  requirements  for  skilTea  home  health  care  (e.g.  homeboundedness, 
intermittency)  and  the  nurse  must  document  the  continued  need  for  the  manage- 
ment service  to  stabilize  care.  It  may  not  be  used  as  a  justification  for  continued 
billing  of  personal  care  from  home  health  aides  without  tne  distinct  justification  for 
the  skillea  management.  (The  National  Association  for  Home  Care  points  out  to  its 
members  [1992]  that  the  management  and  evaluation  benefit  is  different  from 
skilled  assessment  and  observation,  which  also  counts  as  a  skilled  nursing  service.) 

ENCYCLOPEDIA  OP  AGING 

White's  Encyclopedia  entry  defines  case  management  as  "a  service  function  di- 
rected at  coordinating  existing  resources  to  assure  appropriate  and  continuous  care 
for  individuals  on  a  case-by-case  basis."  Using  this  kind  of  general  definition,  a  wide 
range  of  social  work  and  nurse  cUnicians  perform  what  they  consider  case  manage- 
ment for  their  own  clientele.  Such  case  management  may  be  time-limited,  pertain 
only  to  the  care  and  service  offered  by  the  particular  agency,  and/or  involve  no  pur- 
chase or  authorization  of  seivice,  in  that  sense,  it  could  be  very  different  from  the 
case  management  inherent  in  the  Medicaid  waiver  programs. 

CARE  MANAGEMENT  IN  ACUTE-CARE  SECTOR 

The  term  "case  management"  or  "care  management"  is  increasingly  used  in  the 
acute  care  sector  to  refer  to  various  cost  and  utilization  control  mechanisms  used 
by  health  maintenance  organizations  or  insurers  to  control  the  expenditures  of  high 
utilizers  as  appropriate.  Sometimes  these  mechanisms  include  preauthorization  for 
treatments  or  admissions,  and  sometimes  they  entail  a  computerized  management 
information  system  that  identifies  high-cost  utilizers  for  special  preventive  efforts. 
Such  care  management  rarely  includes  long-term  care.  For  example,  in  the  Medicare 
case  management  demonstrations  authorized  in  three  demonstration  sites  in  1990 
as  part  of  the  Catastrophic  Health  Care  Bill,  case  management  was  to  be  done  by 
teams  of  nurses,  badted  up  by  a  social  worker  and  a  medical  director;  it  included 
a  beneficiary  needs  assessment  and,  at  a  minimum,  monthly  phone  calls  to  the 
beneficiaries,  education  and  educational  materials,  precertiflcation  for  hospital  and 
skilled  nursing  home  admission,  hospital  disdiarge  planning  services,  and  quality 
assurance  checkpoints. 

CASE  MANAGEMENT  IN  CAPITATED  LONG-TERM  CARE  PROGRAMS 

The  Social  Health  Maintenance  Organizations  (S/HMOs),  the  On-Lok  replications, 
and  other  health  delivery  systems  that  provide  acute  and  long-term  core  to  Medicare 
and/or  Medicaid  beneficiaries  on  a  capitated  basis  have  evolved  a  form  of  case  man- 
agement internal  to  the  capitated  program.  Case  management  in  such  capitated  pro- 
grams typically  includes  identifying  from  a  group  of  members  those  persons  who  are 
eligible  for  and  could  benefit  by  case  management  and/or  by  long-term  care  services, 
and  allocating  long-term  care  benefits  on  tne  basis  of  assessed  needs.  The  National 
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Chronic  Care  Consortium,  an  organization  that  includes  S/HMOs  and  On-Lok  rep- 
Hcations  as  well  as  other  health  care  providers  who  seek  to  integrate  acute-care  and 
long-term  care,  has  taken  a  position  that  the  service  delivery  models  with  the  most 
power  to  control  costs  and  guarantee  quality  are  prepaid  capitated  systems  with 
providers  at  financial  risk.  &  such  systems,  the  case  managers  and  tne  providers 
must  be  under  the  same  administration  and  only  providers  participating  in  risk 
sharing  can  be  used.  Indeed  the  challenges  of  assuring  appropriate  access  and  qual- 
ity in  such  capitated  systems  are  quite  different  from  the  challenges  in  management 
of  services  that  are  purchased  from  a  wide  array  of  home  care  agencies.  The  exist- 
ence of  these  relatively  few  but  highly  visible  case-management  programs  tends  to 
confuse  the  discussion  of  proper  roles  between  case  managers  and  independent 
home  care  providers. 

CASE  MANAGEMENT  FUNCTIONS 

Case  management  is  a  feature  of  most  current  and  proposed  programs  that  sub- 
sidize or  insure  home  care  for  people  with  chronic  disabilities.  It  Is  the  process  by 
which:  (1)  a  potential  client's  need  for  care  is  assessed  and  determined;  (2)  decisions 
about  the  amount  and  type  of  care  to  be  received  and  the  responsibilities  of  various 
agencies  or  persons  for  providing  it  are  specified  in  a  "care  plan;"  and  (3)  the  ongo- 
ing appropriateness  of  the  plan  is  assessed  and  modifications  made  as  needed.  In 
theory,  case  managers  are  accountable  for  fair  and  defensible  decisions  about  the 
need  for  care  in  specific  instances  and  for  ensuring  that  the  quality  of  all  the  care 
received  is  adequate. 

Within  most  state-subsidized  programs,  a  technology  has  emerged  for  the  cycle  of 
typical  case  management  functions,  namely,  (1)  case  finding/screening,  (2)  com- 

firehensive  functional  assessment,  (3)  care  planning,  (4)  implementation  of  the  plan; 
5)  monitoring,  and  (6)  reassessment  (Kane  &  Caplan,  1993).  Case  managers  per- 
form these  functions  (oflen  using  established  assessment  tools)  within  the  structure 
and  rules  of  various  funding  programs,  in  most  instances,  implementing  the  plan 
includes  authorizing  and  reauthorizing  payment  to  the  agencies  that  actually  pro- 
vide the  care  or  services,  and  sometimes  the  case  management  agency  is  responsible 
for  actually  transmitting  the  payment. 

Case  managers  may  also  enter  into  a  counseling  relationship  with  their  clients 
and  assist  them  with  ongoing  decision-making  and  emotional  or  social  and  family 

fjroblems  related  to  disability.  However,  the  extent  to  which  this  kind  of  helping  re- 
ationship  between  independent  case  manager  and  client  occurs  varies  from  program 
to  program  (as  well  as  irom  case  manager  to  case  manager)  and  depends  to  a  great 
degree  on  the  design  of  the  case  management  program. 

m  an  idealized  model,  case  managers  work  for  agencies  that  are  independent  of 
(or  at  least  arms-length  from)  the  home  care  agencies  and  privately-contracting  indi- 
viduals who  provide  services.  Thus,  in  this  model  social  workers  and/or  nurses  act 
as  case  managers  for  home-care  clients  who  are  directly  served  by  the  professional 
staff  of  a  home  care  agency.  But  staff  of  home  care  agencies  also  perform  client  as- 
sessments, develop  care  plans  for  their  own  services,  and  monitor  those  plans. 
Sometimes,  home  care  staff  call  this  internal  function  "case  management." 

From  the  viewpoint  of  the  payor  (public  or  private),  the  allocation  of  services  is 
an  important  responsibility.  The  integrity  and  credibility  of  the  benefit  program  re- 
quires that  the  clients  receive  benefits  that  they  are  entitled  to  by  virtue  of  their 
functional  status  and  other  program  agreements.  Furthermore,  the  financial  status 
of  the  program  requires  that  clients  receive  no  more  than  the  services  to  which  they 
ore  entitled.  Typically,  the  allocation  function  has  several  components:  determina- 
tion of  a  threshold  oi  eligibility  for  receiving  any  service  at  aU;  authorization  of  an 
initial  particular  service  plan;  and  authorization  of  service  changes.  The  service  plan 
authorized  could  be  very  detailed  and  prescriptive  (specifying  the  specific  in-home 
and  personal-care  tasks,  and  the  actutd  scheduling  or  services)  or  it  could  be  rather 
general  (e.g.,  4  hours  of  home  help  per  week).  Along  with  formal  determinations  of 
eligibility,  the  case  manager  may  also  provide  information  and  advice  to  assist  cli- 
ente  in  decisionmaking  about  their  care.  For  example,  some  clients  who  are  tech- 
nicaUy  eligible  for  nursing  hc«me  care  may  decide  to  use  home  end  community-based 
services  instead.  Case  management  is  the  mechanism  by  which  actual  service  au- 
thorization typically  takes  place.  Case  managers  perform  a  comprehensive  assess- 
ment, identity  unmet  needs,  and  arrtmge  a  plan  of  services  from  the  menu  that  is 
approved  for  the  program.  But,  in  some  plans,  case  management  is,  in  itself,  consid- 
ered to  be  a  service  offered  by  the  program,  in  that  view,  case  management  is  seen 
as  offering  clients  intrinsically  valuable  expert  assessment,  advice  about  services, 
advocacy,  assistance  in  locating  services  beyond  those  that  the  case  manager  can  au- 
thorize for  direct  payment,  and  monitoring  the  adequacy  of  the  services  m  meeting 
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clients'  changing  needs.  Sometimes,  case  management  is  construed  to  include  a 
counseling  ftinction.  For  example,  the  case  manager  may  strive  to  be  a  skilled  and 
objectivedecision  counselor  for  clients  and  their  family  members,  as  well  as  to  pro- 
vide support  in  what  may  be  a  time  of  crisis. 

Considerable  debate  has  emerged  about  where  in  the  structure  of  services  the 
case  manager  role  should  reside;  whether  agencies  that  provide  home  care  services 
should  be  permitted  to  be  case  managers  al»o;  and  how  the  case  managers  (whether 
they  or  tiieir  agencies  are  service  providers  or  not)  should  interact  with  other  agen- 
cies and  individuals  who  are  authorized  to  bill  the  program  for  services.  In  reaching 
a  conclusion  about  this  matter,  two  tjrpes  of  criteria  should  be  considered:  the  cli- 
ent's well-being;  and  the  interest  of  the  oi^ganization  paying  for  services. 

From  the  client's  perspective,  the  care  provided  should  meet  unmet  needs;  result 
in  improved  or  maintained  physical,  social,  and  emotional  functioning;  should  not 
cause  complications  or  deterioration  of  functioning;  should  be  given  in  a  courteous 
and  respectful  manner:  and  should  be  perceived  as  satisfactory.  Also,  because  long- 
term  care  services  at  home  can  be  oi^anized  in  a  variety  of  ways,  the  package  of 
services  should  be  the  result  of  the  client's  own  decisions  and  informed  choices  (al- 
ways within  program  constraints). 

From  a  payors  perspective,  the  program  should  make  eflicient  and  effective  ex- 
penditures. Public  payors  seek  a  program  that  allows  more  people  in  need  to  be 
served  for  the  same  money,  or,  conversely,  allows  the  total  {miount  of  public  expend- 
iture to  be  reduced.  If  the  home-care  program  is,  even  in  part,  privately  funded,  ei- 
ther throu^  direct  consumer  payments  or  insurance,  consumers  also  have  an  inter- 
est in  eflicienc>'  to  maximize  tneir  benefits  and/or  minimize  the  price  (including  the 
price  of  a  premium). 

A  MATTER  OF  PHILOSOPHY— GOALS 

Too  often,  discussions  of  case  management  rush  to  details  of  procedure  without 
discussion  of  what  the  case  management  program  is  meant  to  achieve.  Yet,  without 
clear  goals,  one  cannot  evaluate  acoomphshments.  Moreover,  the  goals  should  dic- 
tate the  program  deteiils. 

As  discussed  in  a  position  paper  done  for  the  state  of  South  Carolina  (Kane  & 
Geron,  1991),  goals  are  a  matter  of  program  philosophy  and  can  be  examined  at  two 
levels,  goals  for  the  individual  clients  and  goals  for  tne  community. 

Client  goals  might  Include  keeping  clients  in  their  own  home,  reducing  use  of 
nursing  homes,  or  allowing  frail  elderly  and  disabled  people  to  function  as  well  as 
possible.  Some  programs  nave  the  goal  of  protecting  functionally  disabled  people 
from  accidents  or  untoward  events.  Some  programs  aspire  more  broadly  to  achieve 
psycological  and  social  well-being  for  their  clients.  Further,  a  program  mav  aim  that 
each  client  receive  the  appropriate  level  and  type  of  services  to  meet  their  needs 
(though  such  a  goal  seems  to  value  the  omniscient  case  manager  over  the  individual 
preferences  of  cuents).  Usually,  a  case  management  program  has,  as  a  goal,  that  cli- 
ents be  satisfied  with  the  services  they  receive  and  that  those  services  meet  some 
objective  quality  expectations. 

Case  management  also  is  meant  to  do  more  than  assist  individual  clients.  It  sure- 
ly is  meant  to  achieve  some  community  objectives  and  to  influence  a  system  of  LTC. 
ft  is  inevitable  that  the  program  attempts  to  reduce  or  contain  overall  public  costs 
of  LTC.  Within  cost-consciousness,  however,  the  program  may  or  may  not  aim  at 
promoting  family  care  as  the  first  line  of  community -based  care;  and  it  may  or  may 
not  aim  at  reducing  family  burden.  Other  possible  systems  goals  include  fairness  in 
allocating  services;  serving  those  with  greatest  need;  improving  the  quality  of  LTC 
services;  increasing  the  avaUabUity  of  LTC  services;  creating,  over  time,  a  wider  and 
more  flexible  array  of  service  options  for  clients;  and  reducing  overall  costs  of  care. 

To  move  beyond  slogan,  each  goal  that  is  taken  seriously  should  be  capable  of 
measurement. 

OTHER  PHILOSOPHICAL  ISSUES 

Besides  the  question  of  what  client  goals  and  community  goals  are  held  by  the 

Srogram,  the  answers  to  other  philosopnical  questions  will  help  direct  the  program 
etails.  These  questions  include: 

— The  desired  balance  between  the  service  and  administrative  components  of  case 
management. 
— The  desired  relationship  of  case  management  to  service  delivery. 
— The  boundaries  of  case-management  in  LTC  in  relation  to  other  service  systems, 
such  as  aging  services  in  general,  mental  health  services,  adult  protective  services. 
— ^Who  snould  receive  case  management,  and  who  does  not  neea  it. 
— ^How  standardized  or  individualized  a  function  should  case  management  be. 
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These  questions  do  not  have  a  single  correct  answer,  and  must  be  grappled  with 
while  designing  a  system. 

WHAT  WE  KNOW  ALREADY 

Although  many  questions  are  not  amenable  to  the  single  correct  answer,  fortu- 
nately the  case  management  slate  is  not  blank:  we  do  know  something,  perhaps 
quite  a  bit.  Therefore,  we  can  quite  confidently  assert  some  principles  related  to 
case  management.  Its  component  functions,  and  systems  of  service.  The  10  com- 
mandments of  case  management  mentioned  earlier  were  based  on  widely-agreed 
upon  premises.  Some  other  things  that  we  know  about  case  management  and  LTC: 

— We  know  how  to  do  fiinctional  assessments  with  adequate  refiability.  The  con- 
tent of  such  assessments  need  not  be  re-discovered,  and  legislators  need  not  worry 
that  functional  assessments  will  lead  to  erratic  and  uneven  allocations.  We  also 
know,  too,  that  training  is  necessary  to  achieve  reliable  assessments,  and  that  case 
managers  must  be  encouraged  to  use  the  items  on  the  form  in  a  consistent  way. 

— We  know  that  many  states  have  moved  away  from  team  assessments  (Justice, 
1993),  and  that  team  assessments  are  expensive.  We  can  hypothesize  that  assess- 
ments done  by  a  single  individual  are  as  good  as  those  done  by  a  team,  particularly 
when  the  program  has  a  multidisciplinary  staff.  For  example,  if  social  workers  ordi- 
narily do  tne  assessments,  access  to  a  nurse  Is  necessary. 

— We  know  that  a  single  entry  system  is  best  from  the  point  of  view  of  service 
to  clients  (i.e.  advocacy)  and  fair  allocation  (i.e.  gatekeeping).  Althoiogh  it  is  not  al- 
ways politically  easy  to  develop  such  an  entry  pomt  and  although  diiierent  patterns 
may  oevelop  as  to  the  range  of  services  "channeled"  through  the  entry  point,  the 
vahdity  of  the  single  entry  system  is  not  in  dispute.  We  hardly  need  to  launch  a 
study  on  this  topic. 

— Over  the  years,  we  have  learned  a  great  deal  about  how  to  contract  for  services 
and  use  service  contracts  to  improve  quality  of  care  (Christianson,  1988). 

— We  have  learned  that  case  management  can  be  improved  in  the  presence  of  a 
management  information  system  that  shows  client  and  systems  outcomes  over  time 
and  relates  these  outcomes  to  the  types  and  amounts  of  services  received.  Although 
we  know  about  the  power  of  such  imbrmation,  much  work  is  still  needed  to  develop 
systems.  However,  we  do  know  that  some  programs  (for  example,  Oregon's)  have 
been  able  to  dramatically  change  the  balance  between  nursing  home  care  and  com- 
munity-based care. 

— ^We  know  that  case  managers  respond  to  incentives  and  that,  when  designing 
a  system,  it  is  necessary  to  take  into  account  how  case  managers  and  case  manage- 
ment agencies  are  being  paid  (Kane  et  al., 

i  1989). 

ADVOCACY,  GATEKEEPING,  AND  ETHICS 

ADVOCACY 

Advocacy  is  a  term  built  into  the  fabric  of  the  Older  Americans  Act.  which  created 
the  Administration  on  Aging,  the  state  units,  and  the  area  agencies  on  aging  as  a 
collective  force  to  advocate  for  older  Americans  and  to  coordinate  programs  on  their 
behalves.  The  advocacy  role  of  case  managers  is  both  narrower  and  more  specific 
than  the  general  connotation  of  the  term  "advocacy"  under  the  OAA.  It  is  narrower 
because  it  takes  place  in  the  context  of  specific  people  who  are  eligible  for  LTC  serv- 
ices, and  it  is  more  specific  because  it  is  performed  within  a  series  of  rules  for  oper- 
ationeil  programs.  On  the  other  hand,  particularly  when  aided  by  a  good  information 
system.  LTC  case  managers  can  move  from  case  to  cause.  They  can  identify  the  gap- 
ing holes  in  services,  the  way  in  which  preferences  of  clients  are  over-ridden,  and 
can  enlist  more  traditional  advocates  (from  legislative  advocates  to  legal  advocates) 
to  work  to  correct  identified  problems. 

It  is  commonplace  to  remark  that  case  managers  experience  tension  between  their 
roles  as  advocates  for  the  clients  and  their  roles  as  gatekeepers  and  allocators  of 
resources.  This  tension  is  particularly  strong  when  those  who  have  held  a  pure  ad- 
voceuiy  role  take  on  service  allocation.  (For  example,  employees  of  Vermonvs  AAAs  j 
carry  the  job  title  "advocates"  and  have  effectively  worked  to  assist  older  p>eople  in 
claiming  benefits  and  societal  ri^ts.  Now  that  the  AAAs  will  also  have  a  role  in 
coordinating  resources,  staff  are  challenged  to  integrate  these  two  dimensions  into 
their  daily  work  and  their  self-images.) 

What  do  we  mean  by  advocacy  in  the  context  of  case  management?  This  is  short- 
hand for  all  the  client-centered  components  of  case  management.  Those  include  per- 
forming  skilled  assessments  and  determinations  of  unmet  need;  making  clients 
aware  of  community  resources  and  services  tliat  might  assist  them;  helping  clients 
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and  their  families  reach  their  own  decisions  end  dioices  about  their  care;  making 
referrals  and  assisting  clients  in  getting  these  services;  developing  and  maintaining 
a  trusting  and  coniidential  relationship  with  clients;  and  ensuring  that  services  re- 
main acceptable  and  helpful  to  clients.  Each  of  these  functions  could  be  further  spec- 
ified as  to  the  re^isite  knowledge,  skills,  and  attitudes. 

We  could  also  identify  conditions  under  which  case  managers  can  most  effectively 
carry  out  the  roles  that  are  part  of  advocacy.  For  example,  assisting  clients  to  make 
difficult  decisions  at  difiicult  times  is  a  key  way  that  the  case  manager  can  be  help- 
ful, if,  however,  program  constraints  prohibit  case  managers  from  describing  pro- 
grams in  qualitative  terms,  their  potential  effectiveness  is  undercut.  Ironically,  the 
doctrine  of  "free  choice  of  provider,"  is  often  invoked  as  a  reason  why  the  case  man- 
ager must  provide  only  names  and  phone  numbers  of  licensed  providers  in  various 
categories,  or,  worse,  go  to  a  rotation  system.  Since  clients  are  unlikely  to  know  any- 
thing about  real  differences  in  style  or  quality  of  various  providers,  such  rules  afford 
the  ulusion  of  free  choice,  but  really  protect  providers  from  judgments  of  case  man- 
agers, who  may  steer  clients  toward  preferred  agencies.  This  is  not  an  easy  problem 
to  resolve:  an  unchecked  case  manager  could  decimate  an  agency's  business.  The 
ethics  challenge  is  to  develop  ground-rules  that  protect  legitimate  business  interests, 
but  free  the  case  manager  to  provide  information  on  which  the  client  can  make  a 
decision. 

GATEKEEPING 

What,  then,  is  meant  by  gatekeeping  in  the  context  of  case  management?  This  is 
the  series  of  functions  by  which  case  managers  establish  eligibility,  authorize  or 
purchase  services,  reassess  for  continuing  need,  and  adjust  service  plans  up  or  down 
to  correspond  to  changes  in  clients'  functional  status  and  need.  It  also  includes  the 
functions  of  costing  out  plans  and  ensuring  that  any  given  client's  care  remedns 
within  allowable  cost  caps.  Gatekeeping  recjuires  accurate  assessment  of  program 
eligibility,  timely  and  accurate  reassessments,  and  ability  to  calculate  the  costs  of 
service  plans. 

Gatekeeping  makes  many  advocates  squeamish.  After  all,  they  entered  health  and 
human  services  to  do  good,  not  to  withhold  or  deny  services.  Arguably,  however,  the 
gatekeeper  is  just  as  client-centered  as  service  providers  work  tirelessly  on  behalf 
of  their  specific  caseload  of  40  or  SO  people.  The  difTerence  is  that  the  resource  allo- 
cator considers  the  needs  of  an  entire  population.  He  or  she  knows  that  the  100th 
person  requesting  service  may  have  neeos  as  great  as  the  first.  He  or  she  is  at- 
tempting to  make  scarce  resources  go  as  far  as  possible.  This  requires  setting  prior- 
ities for  whom  to  serve,  and  a4justing  those  priorities  as  needed.  It  requires  a  mind- 
set that  challenges  conventional  orthodoxies  about  the  correct  (and  perhaps  expen- 
sive) way  to  do  things  to  seek  ways  to  bring  more  service  to  more  people.  Resource 
development,  including  ways  to  maximize  resources  through  the  use  of  volunteers, 
can  be  part  of  the  gatekeeping  function.  Some  case  management  agencies  employ 
resource  developers  as  a  speciahzed  staff  role. 

As  with  advocacy,  the  functions  and  poUdes  that  promote  gatekeeping  need  speci- 
fying both  as  to  the  knowledge  and  skills  needed  and  the  pro-am  conditions  that 
facilitate  the  tasks.  For  example,  program  policies  about  waiting  lists  need  atten- 
tion, if  case  management  programs  close  off  intake  and  fail  to  assess  potential  cli- 
ents once  they  have  achieved  caseloads  of  particular  sizes,  they  cannot  be  said  to 
be  allocating  services  across  a  population.  They  also  cannot  effectively  learn  about 
unmet  need.  Because  Medicaid  waiver  programs  were  designated  with  particular 
numbers  of  "slots"  per  state  (and  these  numbers  were  often  divided  into  fixed  "slots" 
for  each  local  program),  waiting  lists  tended  to  develop.  My  own  contention  is  that 
waiting  lists  for  initial  assessment  and  entiy  into  the  case  managed  program  under- 
mine tne  rationale  for  case  management  in  the  first  place.  When  resources  are  fi- 
nite, I  would  argue,  dollar  caps  are  more  justifiable  than  slots.  The  former  at  least 
Srovide  flexibility  to  the  program  to  serve  as  many  as  possible  with  the  available 
ollars,  and  permit  reallocations  among  existing  clients.  With  a  system  based  on  a 
specific  number  of  slots  per  year,  the  case  manager  cannot  technically  add  an  extra 
client,  so  he  or  she  has  little  incentive  to  be  parsimonious  or  to  redistribute  services 
received  by  existing  clients. 

Reconciung  advocacy  and  gatekeeping  requires  an  ethical  juggling  act.  The  gate- 
keeper cannot  be  a  perfect  advocate;  he  or  she  takes  into  account  other  factors  be- 
sides the  well-being  of  a  particular  client.  The  advocate  cannot  be  a  single-minded 
gatekeeper  who  considers  public  costs  alone;  he  or  she  takes  into  account  the  client's 
preferences  and  the  effects  of  caregiving  on  families.  Informed  consent  practices  that 
inform  clients  about  the  ground  rules  and  operating  roles  of  the  case  management 
progrsmi  go  a  long  way  to  keeping  the  case  managers  on  the  ethical  high  ground. 
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RELATIONSHIPS  WITH  PROVIDERS 


Case  management  is  a  growth  industry,  it  is  a  function  that  governments  have 
decided  is  worth  paying  for.  Not  unreasonably  service  agencies  want  a  piece  of  the 
action.  Furthermore,  uie  same  kinds  of  personnel — largely  social  workers  and 
nurses — who  do  case  management  also  woik  in  service  agencies  providing  the  serv- 
ices that  case  managers  purchase.  They  can  readily  mount  an  argument  that  they 
have  t^e  skills  to  do  case  management;  that  service  agencies  must  do  some  assess- 
ment and  monitoring;  and  that  it  would  be  most  efflcient  to  simply  pay  service  agen- 
cies to  do  case  management. 

Some  separation  between  case  managers  who  mediate  &  system  of  case  managed 
LTC  and  core  providers  is  generally  warranted,  however.  Case  managers  and  their 
organizations  have  typically  been  given  system  responsibility  for  ensuring  that  the 
clients  being  served  are  those  currently  targeted  by  the  program;  that  clients  are 
offered  &  package  of  services  consistent  with  their  preferences  and  needs  (a  package 
that  can  be  mixed  and  matched  from  a  variety  of  formal  and  informal  care  sources); 
that  services  are  allocated  equitably;  and  that,  over  time,  the  quality  of  services  re- 
mains high  or  improves  and  that  the  price  is  as  low  as  possible.  Case  managers  are 
better  able  to  deliver  this  to  the  service  system  if  their  well-being  is  not  tied  to  that 
of  a  particular  service  agency. 

Having  taken  this  position,  however,  one  must  also  recognize  that  service  provid- 
ers also  perform  many  of  the  functions  associated  with  case  management  for  their 
own  clients  during  the  period  that  they  serve  those  clients.  The  case  management 
system  should  take  this  into  account  and  refrain  from  duplicating  efforts,  if,  for  ex- 
ample, a  professional  home  nursing  agency  is  delivering  service  for  a  period  of  time, 
the  case  manager's  monitoring  might  be  suspended. 

Furthermore,  the  case  managers  should  be  responsive  to  challenges  to  the  care 
plan  raised  by  service  providers  who  may  have  more  immediate,  frequent,  or  inti- 
mate contact  with  the  client.  On  the  other  hand,  care  providers  should  respect  the 
general  assessment  done  by  the  case  manager  and  not  duplicate  that  effort,  though 
they  may,  of  course,  perform  additional,  specialized  assessments,  sometimes  at  the 
case  manager's  requests.  For  such  coop>eration  to  occur,  however,  decisions  must  be 
made  about  how,  when,  and  with  whom  assessment  information  is  shared. 

CASE  MANAGEMENT,  OA,  AND  REGULATION 

As  indicated,  protective  regulations,  such  aa  have  developed  for  nursing  homes, 
could  have  a  chiiUng  effect  on  home  cars  and  other  community-based  services  ouch 
as  assisted  living  and  adult  foster  core.  Such  regulations  tend  to  mandate  struc- 
ture— e.g.  the  credentials  of  employees,  the  type  ofsupervision,  the  size  of  caseloads, 
in  alternative  living  settings,  tney  tend  to  mandate  staffing  standards  and  admis- 
sion and  retention  standards  (the  latter  forcing  persons  to  leave  when  their  disabil- 
ities reach  specific  levels). 

Case  management  and  case  management  programs  may  be  a  vehicle  for  quality 
assurance.  On  an  individual  level,  case  managers  help  clients  plan  care,  advise 
them  about  providers  (assuming  the  program  permits  tnem  to  do  so),  end  monitor 
providers  and  client  outcomes,  mcludmg  satisfaction.  On  a  systems  level,  the  pro- 
gram makes  and  monitors  contracts  with  providers,  introducing  conditions  that  in- 
clude quality,  and  sets  prices.  Case  management  programs  currently  vary  in  the  ex- 
tent to  which  they  consciously  view  themselves  as  a  force  to  maintain  and  improve 
the  quality  of  services;  many  have  not  considered  these  roles  seriously  or  built-in 
systematic  fact-finding  and  other  procedures  to  execute  them.  Others,  however,  have 
developed  impressive  ways  to  get  client  feedback  and  to  influence  the  quality  of 
service.  Forging  such  strategies  is  one  of  the  task  for  local  and  state  planning. 

Of  course,  if  case  managers  are  to  be  a  force  for  quality  assurance  ia  home  care, 
the  question  arises:  What  about  the  quality  of  case  management  itself?  What  assur- 
ances do  the  clients  have  that  their  case  managers  are,  themselves,  competent  and 
responsible?  What  redress  do  they  have  against  a  case  manager's  decision?  Against 
a  poor  fit  between  them  and  the  assigned  case  manager?  These  are  legitimate  ques- 
tions that  have  fueled  the  drive  toward  promulgating  standards  for  case  manage- 
ment. Unfortunately,  the  leap  is  to  structural  standards  regarding  the  core  training 
of  case  managers;  their  specific  training  in  assessment,  care  planning,  and  other 
case  management  functions;  their  supervision;  and  their  caseload  size.  When  proc- 
ess standards  are  promulgates,  they  usually  deal  with  time  intervals  between  intake 
and  assessment,  between  assessment  and  start  of  services,  and  between  monitoring 
intervals.  It  seems  premature  to  promulgate  such  standards,  especially  national 
standards  that  would  affect  states  with  vastly  different  programs.  On  the  other 
hand,  some  way  is  needed  to  judge  whether  case  management  is  adequate.  One 
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hopes  that  such  standards  will  be  evolutionary,  growing  with  the  programs  rather 
than  fi;dng  the  pn^rams  in  a  model  we  happened  to  think  of  in  the  early  1990s. 

CHALI£NGES  OF  HEALTH  CARE  REFORM 

Health  care  reform  concentrates  the  mind  in  planning  case-managed  LTC  pro- 

Srams.  As  already  stated,  each  person  in  the  targeted  eligibility  groups  will  be  enti- 
ed  to  an  assessment  and  a  care  plan  and  a  range  of  services  (to  be  determined 
by  the  states)  in  a  new  program  wiui  very  generous  federal  cost-sharing.  States  are 
challenged  to  devise  the  medianisms  for  these  assessments  and  care  plans,  preserv- 
ing, ifthey  can,  principles  of  single  entry;  and  triage  and  referral,  which  permits 
community  agencies  to  screen  potential  clients  and  refer  them  for  assessment.  In 
the  plan  currently  outlined  for  the  new  community  care  benefit,  persons  with  in- 
comes that  exceed  150  percent  of  poverty  will  be  responsible  for  cost-sharing  up  to 
25  percent  of  the  costs  of  the  plans.  The  gatekeeper  function  must  be  expanded  to 
encompass  this  cost-sharing.  E&isting  case-managed  LTC  programs  for  people  who 
do  not  Qualify  for  the  new  benefits  must  also  be  folded  into  the  system.  Also,  the 
thrust  of  the  new  program  creates  special  challenges  for  case  management. 

CX)NSUMER-DIRECTED  CARE 

The  proposal  requires  that  client-directed  home  care  be  available  as  well  as  home 
care  from  agencies.  Client-directed  home  care  means  that  the  client  (of  the  client's 
legal  agent,  if  the  client  is  cognitively  impaired)  be  empowered  to  select,  train,  su- 
pervise, and  fire  the  in-home  worker,  who  is  a  self-employed  worker.  Some  states 
already  make  heavy  use  of  client-directed  home  care  lor  all  populations,  whereas 
some  states  use  this  strategy  sparingly  and  only  for  younger  disabled  clients.  The 
advantages  of  client-directed  home  care  are  multiple.  First,  it  brings  greater  client 
control  and  choice  to  an  area  where  the  care  is  extremely  personal.  Providers  no 
longer  micro-manage  tJie  plan.  Clients  need  not  have  workers  with  whom  they  are 
incompatible.  Second,  client-directed  home  care  permits  flexible  plans  that  are  cost 
effective.  In  some  instances,  it  allows  clients  in  areas  inaccessible  to  agencies  to  re- 
ceive services  that  keep  them  out  of  institutions.  Depending  on  program  rules,  it 
may  allow  family  members  who  otherwise  would  have  been  m  the  labor  force  to  be 
compensated  for  providing  care.  It  can  be  a  strategy  to  get  more  dollars  in  the  hands 
of  the  front-line  worker,  while  reducing  overall  costs. 

Client-directed  home  care  is  criticized  on  several  grounds.  Some  professionals  be- 
lieve that  the  safety  of  the  dient  is  compromised  because  the  worker  is  not  super- 
vised by  an  agency's  professional  staff.  Some  are  concerned  about  developing  an  ade- 
quate backup  capacity,  so  that  a  highly  dependent  person  not  be  left  without  any 
care  if  the  worker  fails  to  show  up  or  is  fired.  Some  authorities  worry  that  the  ri^ts 
of  workers  are  compromised,  especially  if  the  system  deprives  them  of  standard  ben- 
efits. All  of  these  concerns  can  be  addressed  through  planning  a  system,  including 
a  way  of  payment  of  the  independent  workers.  For  example,  in  Oregon  the  state  acts 
as  the  payment  agent  for  the  individually  hired  worker,  paying  the  employers  part 
of  FICA  and  Workman's  Compensation.  Other  states,  such  as  Wisconsin  and  Texas 
select  a  fiscal  agent  in  eadi  local  area  to  handle  payments  and  benefits. 

Case  management  takes  on  added  importance  when  client-directed  care  is  made 
widely  available.  The  case  manager  still  has  the  role  of  assessment  and  allocating 
the  sum  of  money,  based  on  «m  assessed  need  for  care.  The  case  manager  may  also 
have  the  role  oi  assisting  the  client  in  deciding  whether  to  use  an  independent 
worker  versus  and  agency,  and  in  selecting  a  worker.  For  example,  Oregon  case 
managers  maintain  &  roster  of  workers.  Also,  one  could  envisage  case  management 
programs  developing  ways  to  help  clients  make  selections  and  to  support  them  in 
their  role  of  supervisor.  This  may  be  particularly  important  initially,  and  is  a  func- 
tion that  has  been  oerformed  by  some  Independent  Living  Centers. 

The  monitoring  function  of  the  case  manager  becomes  even  more  critical  when  no 
agency  intervenes;  the  case  manager  is  the  lall-back  when  and  if  emergency,  short- 
term  services  need  to  be  purchased  from  agencies.  The  case  manager  has  a  role  in 
monitoring  the  adequacy  of  the  plan  and  the  continued  well-being  of  the  client.  In- 
deed, the  development  of  client-directed  home  care  programs  is  a  strong  ar^ment 
against  vesting  case  management  in  home  health  agencies.  While  theoretically  a 
home  care  agency  could  monitor  a  client-directed  plan,  the  tendency  would  be  for 
this  model  to  become  virtually  indistinguishable  from  the  usual  agency  service. 

NEW  KINDS  OF  LIVING  SITUATIONS 

The  disaggregation  of  lodging  and  meals  from  LTC  permits  case  managers  to  de- 
velop care  plans  for  services  for  clients  who  live  in  group  homes,  foster  homes,  as- 
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sisted  living,  and  other  residential  settings  that  are  organized  along  social  rather 
than  health  lines.  In  such  settings,  the  service  plan  may  be  purchased  from  stafl* 
of  the  setting,  from  outside  vendors,  or  a  mix.  Some  states  have  already  begun  au- 
thorizing suai  plans  under  Medicaid  waivers  for  elderly  or  for  developmentally  dis- 
abled clients.  The  proposed  health  care  reform  should  accelerate  that  development. 
Approaches  for  case  management  when  clients  live  in  such  settings  need  specifica- 
tion. At  a  very  basic  level,  decisions  need  to  be  made  about  whether  a  single  case 
manager  will  serve  all  clients  in  a  particular  setting,  or  whether  multiple  case  man- 
agers will  follow  their  clients  to  a  single  residential  settings.  States  will  also  need 
to  decide  what  kind  of  monitoring  and  case  management  will  be  expected  of  the  as- 
sisted living  settings  themselves,  and  how  their  monitoring  will  be  superimposed. 
These  considerations  are  analogous  to  the  considerations  of  how  case  managers  will 
interact  with  home  health  agencies  and  personal  care  agencies,  and  the  relative  re- 
sponsibilities of  each.  However,  for  many  case  management  programs,  residential 
settings  will  constitute  a  new  set  of  providers  with  whom  to  forge  relationships. 
State  regulatory  bodies  also  need  to  consider  the  potential  roles  of  case  managers 
before  promulgating  lock-step  rules  about  the  kind  of  care  and  the  kind  of  clientele 
permitted  ia  these  new  settings  (Kane  &  Wilson,  1993). 

MULTIPLE  CLIENT  GROUPS 

Finally,  the  proposed  plans  group  together  into  one  program  pool  elderly  and 
younger  persons  with  3  or  more  ADL  impairments  (including  those  whose  ADL  im- 
pairments come  about  because  of  cognitive  impairments  that  necessitate  reminders, 
cuing,  or  stand-by  supervision);  developmentally  disabled  adults  who  meet  a  test  of 
severity;  chronically  mentally  ill  adults  who  meet  a  test  of  severity;  and  children 
under  age  six  who  are  respirator-dependent  or  who  would  otherwise  be  in  hospitals 
or  nursing  homes.  The  challenge  is  to  evolve  case  management  systems  that  afford 
an  adecpiate  assessment  to  all  these  clients,  not  only  for  the  narrow  purpose  of  es- 
tablishing eligibility  but  for  the  clinical  purposes  of  assisting  in  developing  optimum 
care  plans  or  service  plans.  The  challenge  is  also  to  evolve  service  patterns  capable 
of  meeting  multiple  needs  appropriate  to  persons  of  various  ages  and  life-cycle 
stages,  as  well  as  to  various  disabilities  (e.g.  head  trauma,  spinal  cord  injury,  blind- 
ness, AIDS).  Family  caregiving  patterns,  potentials,  and  difliculties  will  also  vary 
characteristically  for  different  disability  groups.  There  is  also  a  challenge  to  develop  , 
ways  of  getting  the  full  range  of  consumer  input  into  the  program.  Finally,  main-  | 
taining  equitable  resource  allocation  becomes  even  more  complicated  than  when  the  ^ 
program  deals  with  a  single  population.  The  infrastructure  for  serving  multiple  cli- 
ent groups  needs  attention. 
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Senator  Mikulski.  We  would  now  like  to  turn  to  Ms.  Nerlich,  the 
chief  executive  officer  of  the  Visiting  Nurse  Association  of  Venango 
County,  a  community  up  in  Allegheny  County,  PA,  which  has  its 
own  special  kinds  of  characteristics.  We  know  you  were  past  presi- 
dent of  the  Pennsylvania  Association  of  Home  Health  Agencies. 

Ms.  Nerlich,  we  look  forward  to  your  testimony  on  this  topic. 

Ms.  Nerlich.  Thank  you.  Senator  Mikulski. 

I  am  very  pleased  to  be  invited  to  present  this  testimony  with 
the  views  of  the  Visiting  Nurse  Associations  across  the  country 
on 

Senator  Mikulski.  Excuse  me.  That  is  right.  I  want  to  acknowl- 
edge that  you  are  speaking  in  behalf  of  all  of  the  Visiting  Nurse 
Associations  of  America. 

Ms.  Neruch.  That  is  right.  Thank  you. 

The  VNAs  I  represent  today  offer  credentials  of  more  than  100 
years'  experience  in  providing  nonprofit  home  care  to  this  country. 
Based  on  this  experience,  we  have  made  six  recommendations  to 
your  subcommittee's  consideration,  but  I  intend  to  focus  on  just 
three  of  them  today. 

First,  and  on  which  all  of  our  other  recommendations  are  de- 
pendent, is  our  plea  for  Congress  to  include  in-home  long-term  care 
in  any  enacted  health  care  reform  legislation.  I  would  like  to  ad- 
dress this  need  on  a  personal  level. 

I  have  a  friend,  a  master's-prepared  53-year-old  nurse,  the  wife 
of  a  dentist  and  mother  of  a  college-age  daughter,  who  was  diag- 
nosed with  Alzheimer's  disease  5  years  ago.  Her  family  had  excel- 
lent health  care  coverage  that  met  her  acute  medical  needs,  but  did 
not  have  a  long-term  care  benefit. 

This  benefit  could  not  be  purchased  because  of  the  pre-existing 
condition. 

As  the  disease  progressed  over  the  next  4  years,  the  family  made 
many  changes  in  an  effort  to  care  for  my  friend.  Her  daughter  left 
college  to  return  home;  they  hired  a  home  attendant  to  provide  24- 
hour  care  services,  but  eventually  had  to  admit  my  friend  to  a 
nursing  home.  Her  husband  recently  had  to  sell  his  home  in  order 
to  contmue  paving  for  her  care.  He  has  now  been  advised  to  divorce 
her  so  that  she  could  receive  nursing  home  coverage  imder  the 
Pennsylvania  Medicaid  system. 

As  my  friend  discovered,  the  only  alternative  for  most  people 
with  long-term  care  needs  is  to  become  impoverished  and  to  qualify 
for  Medicaid.  And  because  of  Medicaid's  bias  toward  institutional 
care,  long-term  care  in  our  country  is  equated  with  nursing  home 
care. 

By  implementing  a  comprehensive  long-term  care  program,  Con- 
gress will  have  plugged  this  costly  gap  in  our  health  care  system. 

Now,  turning  to  the  specifics  of  long-term  care  and  the  issue  of 
care  or  case  management  as  an  extremely  important  component  of 
effective  provision  of  care.  VNAs  have  been  effectively  and  effi- 
ciently managing  the  care  of  their  patients  for  over  100  years.  We 
understand  case  management  to  mean  the  payer's  responsibility  to 
contain  costs  by  authorizing  appropriate  health  care  services. 
VNAs  believe  that  once  a  payer  has  authorized  or  determined  an 
individual's  eligibility  for  care,  then  it  is  the  provider's  professional 
responsibility  to  manage  that  care. 
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VNAs  believe  that  the  provider's  ethical  and  regulatory  and  li- 
ability concerns  require  them  to  manage  care.  Anyone  else  who 
does  it  duplicates  effort  and  cost. 

Medicare  and  some  State  programs  require  and  pay  for  home 
care  providers  to  perform  care  management,  including  a  full  assess- 
ment by  the  clinical  professionals  admitting  the  patient  to  care  and 
developing  the  plan  of  care. 

A  recent  care  management  demonstration  project  supports  the 
use  of  home  care  sigencies  in  care  and  case  management.  The  VNA 
and  Hospital  Community  Consortium  of  South  Central  Connecticut 
began  a  pilot  project  in  January  of  1993  to  develop  a  model  of  care 
management  designed  to  address  the  long-term  care  issues  of 
chronically  ill  older  adults. 

The  researchers  found,  among  other  conclusions,  that  provider- 
based  care  management  can  be  a  feasible,  efficient,  and  cost-effec- 
tive alternative  to  existing,  more  costly  third-party  independent 
care  management  systems. 

Home  care  nurses  can  effectively  plan  long-term  care  and  budget 
limited  financial  resources  for  the  elderly  and  chronically  ill  pa- 
tients. They  also  found  that  there  was  no  significant  difference  in 
either  the  frequency  or  the  intensity  of  traditional  community  serv- 
ices between  patients  receiving  care  management  and  the  other  pa- 
tients. 

The  U.S.  Bipartisan  Commission  on  Comprehensive  Health  Care 
in  1990  Report  recommends  that  many  types  of  agencies,  including 
home  care,  should  do  case  management.  If  direct  service  providers 
serve  as  case  managers,  the  report  recommends  that  safeguards  be 
built  into  the  program  to  satisfactorily  address  conflict  of  interest. 

When  the  home  care  agency  is  both  the  care  manager  and  the 
service  provider,  conflict  of  interest  can  be  addressed  in  several 
ways — ^first,  by  establishing  national  standards  for  these  providers; 
second,  by  developing  utilization  screens  whereby  a  review  would 
be  initiated  if  a  patient's  care  differed  from  the  utilization  norm; 
and  third,  by  basing  payment  on  outcome  assessments.  The  paver 
would  purchase  an  expected  outcome  for  a  capitated  rate.  In  tnis 
way,  both  the  providers  and  the  payers  would  share  the  risk  of  op- 
erating the  system. 

The  VNAs  and  other  home  and  community-based  health  care 
providers  do  not  see  home  care  can  be  managed  in  any  other  way. 

The  final  issue  I  would  like  to  address  is  the  need  to  guarantee 
the  availability  of  quality  in-home  custodial  care  services.  In  Penn- 
sylvania, most  payers  of  in-home  long-term  care  services,  such  as 
the  AAAs,  the  limited  insurance  programs,  and  a  few  select  State 
welfare  programs,  have  established  quality  standards.  But  cur- 
rently, the  majority  of  all  long-term  care  in-home  services  are  paid 
for  by  the  recipient,  and  the  provider,  whether  an  agency  or  self- 
employed  individual,  is  totally  unregulated  and  not  required  to 
meet  any  quality  standards. 

Consumers  should  be  able  to  contract  independently  for  personal 
assistance,  but  with  the  assurance  that  their  care  providers  have 
met  appropriate  requirements  for  training  and  reference  checks. 

It  is  imperative  that  licensing  or  accreditation  through  one  of  the 
three  recognized  national  bodies  be  required  for  all  levels  of  long- 
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term  in-home  care  services  to  protect  the  very  vulnerable  elderly 
and  disabled  Americans. 

We  appreciate  the  opportunities  to  present  our  views  and  con- 
cerns. We  reahze  that  your  subcommittee  and  Congress  have  a 
monumental  task  of  creating  the  best  and  most  affordable  health 
care  system  for  all  Americans.  We  hope  that  you  will  continue  to 
call  on  the  VNAs  to  help  you  in  areas  where  we  have  experience. 

Thank  you. 

Senator  MncuLSKl.  Well,  thank  you  very  much  for  your  testi- 
mony, Ms.  Nerlich.  We  believe  that  the  Visiting  Nurse  Associations 
of  America,  and  all  of  its  chapters,  have  really  performed  a  very 
special  role  in  the  United  States  of  America,  from  its  early  mission 
of  combatting  infectious  disease.  It  was  really  essentially,  early  in 
its  aegis,  focused  on  maternal  and  child  health,  and  in  communities 
when  nobody  else  was  there  and  with  very  limited  access  to  physi- 
cians. So  we  know  the  very  important  role  that  you  play  and  the 
way  you  continually  expand  your  mission.  When  we  look  at 
reinventing  Grovemment,  the  way  VNA  has  kept  itself  so  contem- 
porary and  yet  retaining  its  reputation  for  competency  and  compas- 
sion is  somethingwe  could  all  learn  from. 

Ms.  Neruch.  Thank  you. 

[The  prepared  statement  of  Ms.  Nerlich  follows:] 

Prepared  Statement  of  Ruthanne  Nerlich 

My  name  is  Ruthanne  Nerlich,  Chief  Executive  Officer  of  the  Visiting  Nurses  As- 
sociation of  Venango  County  in  Oil  City,  PA,  and  a  member  of  the  Board  of  Direc- 
tors of  the  Visiting  Nurse  Associations  of  AJnerica.  I  am  pleased  to  be  invited  to 
present  before  this  subcommittee  the  views  of  the  Visiting  Nurse  Associations,  or 
^NAs,"  across  the  country  on  home-  and  community-based  long-term  care,  and  spe- 
cifically on  VNAs'  experiences  with  care  management  and  assessments. 

In  this  testimoiw,  we  offer  VNAs'  credentials  of  more  than  100  years'  experience 

f>roviding  non-profit  home  care  in  this  country.  Based  on  this  experience,  we  would 
ike  to  make  six  recommendations  for  your  subcommittee's  consideration. 

First,  there  is  an  urgent  need  to  implement  a  national  comprehensive  long-term 
care  program  to  complete  the  continuum  of  services  necessary  to  manage  the  health 
care  status  of  our  el(Krly  population  and  individuals  with  disabilities. 

Second,  care  management  by  providers  is  the  most  effective  way  to  coordinate  cost 
and  to  care  for  chronic  patients. 

Third,  a  research  component  should  be  built  into  the  program  to  determine  the 
best  measures  for  program  eligibility  and  indicators  of  improvement  both  based  on 
function. 

Fourth,  all  long-term  care  providers  must  meet  national  licensing  and  accredita- 
tion standards  to  ensure  quality  of  care. 

Fifth,  a  minimum  set  of  benefits  should  be  offered  to  eligible  patients  in  each 
state. 

Sixth,  and  finally,  the  financing  for  the  long-term  care  program  must  be  adequate 
to  assure  quality,  access  to  care  and  patient  choice,  while  protecting  patients  and 
the  government  from  profiteering. 

These  recommendations  will  be  discussed  and  developed  in  the  body  of  this  testi- 
mony. 

VISITING  NURSE  ASSOCIATIONS'  RACKGROUND  AND  CREDENTIALS 

Over  100  years  ago.  Visiting  Nurse  Associations  embarked  on  a  mission  to  provide 

the  most  compassionate  and  cost-effective  care  possible  to  patients  to  enable  them 

to  reach  their  optimal  health  conditions,  regaraless  of  the  patients'  ability  to  pay. 

As  early  as  1885,  VNAs  recognized  that  providing  both  health  care  and  assistance 

I  with  daily  activities  in  the  home  helped  people  get  well.  They  also  recognized  that 

I  guidance  by  leaders  in  their  communities,  through  service  on  VNAs'  boards  of  direc- 

I  tors,  would  assure  that  each  individual  community's  specific  needs  are  identified 

and  addressed. 
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During  the  past  century,  VNAs  grew  from  organisations  providing  basic  health 
and  hygiene  care  to  a  relatively  small  indigent  and  immigrant  population,  to  today's 
provision  of  comprehensive,  multidisciplinary  services  to  people  of  all  ages  and  in- 
come levels  in  their  homes  and  communities. 

Originally,  VNAs'  primary  mission  was  to  lower  infant  mortality  and  to  combat 
infectious  diseases,  lliey  provided  poor  families  with  milk,  basic  nutrition,  and  nurs- 
ing care.  As  more  preventive  and  curative  health  services  became  available,  VNAs 
were  able  to  treat  children  and  adults  suffering  from  a  wide  range  of  health  prob- 
lems which  kept  them  temporarily  or  permanently  home-bound. 

Today,  VNA's  constitute  a  national  network  of  approximately  500  community- 
based,  non-profit,  and  Medicare-certified  home  health  agencies.  While  retaining 
their  public  heedth  orientation,  VNA  services  now  range  from  homemaker  services 
to  skiUed  nursing  and  mental  health  care  to  high-tech  services  previously  provided 
only  in  hospitals,  such  as  blood  transfusions,  pain  management  and  home  chemo- 
therapy. Althou^  comprising  less  than  ten  percent  of  all  certified  home  health 
agencies,  VNAs  might  oe  caBed  the  governments  unanointed  home  care  partner 
since  we  provide  about  half  of  all  Memcare  home  visits  and  over  three-quarters  of 
all  Medicaid  home  visits.  VNAs  also  carry  a  significant  share  of  privately-insured 
home  care  and  the  bulk  of  indigent  care.  VNAs  have  special  expertise  in  working 
with  complex  patient  care  needs,  including  poor  women  at-risk  for  delivering  pre- 
mature infants,  HFV  patients,  individuals  with  chronic  disabilities  and  elderly  pa- 
tients requiring  long-term  care.  The  fastest  growing  segments  of  the  VNA  patient 
ftopulation  are  the  ckpendent  elderly  over  80,  and  chronically  ill  children  under  age 
ive. 

VNAs  have  been,  and  continue  to  be,  the  safety  net  for  patients  who  are  denied 
services,  either  because  they  fire  not  poor  enough  to  qualify  for  Medicaid,  because 
Medicaid  or  Medicare  do  not  fully  cover  the  services  they  need,  or  because  they  are 
uninsured,  underinsured,  or  have  exhausted  their  insurance.  Charity  support  from 
the  United  Way  and  other  philanthropic  sources  is  what  allows  us  to  be  that  safety 
net.  Charity  giving  is  used  to  pay  the  difference  between  cost  of  care  and  reimburse- 
ment. If  any  health  care  providers  were  to  feel  the  strain  of  a  health  care  system 
that  is  not  working,  it  would  be  VNAs — particularly  at  a  time  when  charity  giving 
is  steadily  decreasing. 

By  history  and  practice,  VNAs  have  a  long-term  care  focus.  We  help  our  chron- 
ically ill  patients  and  patients  with  disabilities  bridge  the  gap  between  their  long- 
term  care  needs  and  the  rigidities  of  our  acute,  short  term  care  driven  health  sys- 
tem. Accordingly  we  believe  VNAs  have  both  experience  and  commitment  to  offer 
in  the  construction  of  a  much  needed  new  long-term  care  program. 

RATIONALE  FOR  RECOMMENDATIONS 

We  commend  the  Administration  for  recognizing  that  the  heart  of  health  care  re- 
form is  long-term  home-  and  community-based  care.  If  we,  as  a  nation,  are  to  move 
beyond  our  acute  care  focus  and  aclaieve  both  universal  access  and  cost-contain- 
ment, we  must  have  expedient  implementation  of  a  home-  and  community-based 
long-term  care  program.  The  following  are  our  recommendations  for  a  long-term 
care  program: 

1.  There  is  an  urgent  need  for  a  national  comprehensive  long-term  care  program 
to  complete  the  continuum  of  services  necessary  to  manage  the  health  care  status 
of  our  elderlv  population  and  individuals  with  disabilities. 

I  would  like  to  first  address  this  need  on  a  personal  level.  I  have  a  friend,  a  53- 
year-old  nurse  with  a  Master's  degree,  wife  of  a  dentist,  and  mother  of  a  college- 
age  daughter,  who  was  diagnosed  with  Alzheimer's  disease  about  five  years  ago.  Her 
family  had  excellent  health  care  coverage  that  met  her  acute  medical  needs  but  did 
not  have  a  long-term  care  benefit.  This  benefit  could  not  be  purchased  because  of 
the  pre-existing  condition.  As  the  disease  progressed  over  the  course  of  four  years, 
the  family  made  mamy  changes  in  an  effort  to  care  for  my  friend.  Her  dau^ter  left 
college  to  return  home,  the  family  installed  locks  on  the  inside  of  all  doors  and  win- 
dows that  could  only  be  opened  by  a  key.  They  hired  a  home  attendant  to  provide 
24-hour  services,  but  eventually  had  to  admit  her  to  a  nursing  home.  Her  husband 
recently  had  to  sell  his  home  in  order  to  be  able  to  continue  paying  for  her  care. 
He  has  now  been  advised  to  divoree  her  so  that  her  nursing  home  care  will  be  cov- 
ered under  the  Medicaid  system.  There  is  an  additional  tragedy  to  this  story.  My 
friend's  husband  was  one  of  the  few  dentists  in  our  community  who  willingly  cared 
for  welfare  children  in  spite  of  Pennsylvania's  inadequateMedicaid  reimbursement 
system.  He  now  cannot  afford  to  provide  care  to  these  children.  The  health  care  sys- 
tem that  he  helped  failed  him  when  he  needed  it  the  most. 
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Lacking  a  long-term  care  comnonent,  the  present  health  system  forces  the  chron- 
ically ill  and  people  with  disabilities  to  access  care  through  the  most  costly  chan- 
nels: emergency  rooms,  acute  hospitals  and  nursing  homes.  Everyday,  hospitals 
must  discharge  Medicare  patients,  whose  conditions  nave  reached  a  cmx)nic  state, 
because  their  care  is  no  longer  covered  by  Medicare.  Most  of  these  patients  do  not 
have  private  insurance  coverage  for  long-term  care  (81  percent  of  Americans  be- 
tween ages  of  56  and  79  cannot  afford  such  premiums  according  to  Families  USA 
Foundation)  and,  therefore,  are  left  without  any  coverage  at  all.  These  patients  typi- 
cally decompensate  and  require  rehospitalization  withm  three  to  six  months.  This 
revolving  door  phenomenon  is  painfully  common  and  frightfully  expensive! 

The  only  alternative  for  most  people  is  to  become  impoverished  to  qualify  for  Med- 
icaid. And  because  of  Medicaid  s  bias  toward  institutional  care,  long-term  care  in 
our  countiy  is  equated  with  nursing  homes.  Of  the  $53  billion  the  nation  spent  on 
long-term  care  services  in  1988,  according  to  the  1990  Pepper  Commission  report, 
only  18  percent  of  these  expenditures  were  for  long-term  home  care.  Yet  84  percent 
of  long-term  care  patients  five  at  home — where  they  prefer  to  live!  As  charitable  or- 
ganizations, VNAs  make  every  attempt  to  help  patients  who  would  otherwise  fall 
through  the  cracks.  However,  the  current  magnitude  of  our  nation's  underinsured 
and  uninsured  long-term  care  populations  makes  this  now  impossible.  By  imple- 
menting a  comprehensive  long-term  care  program.  Congress  will  have  plugged  this 
costly  gap  in  our  health  care  system.  A  well-planned  fong-term  care  program  will 
require  coordination  of  services  and  integration  of  care  along  the  full  spectrum  of 
health  providers.  Properly  planned  and  administered,  long-term  care  will  move  pa- 
tients smoothly  and  effectively  through  the  health  care  system,  spending  only  the 
minimum  required  time  in  inpatient  environments  and  maximizmg  caregiving  in 
the  community. 

A  successful  long-term  care  program  must  address  current  trends  and  future  in- 
evitabilities including  an  aging  population:  earlier  hospital  discharges;  increased  pa- 
tient survivorship  due  to  new  medical  breakthroughs  and  high-technology  equip- 
ment and  services;  and  the  growing  incidence  of  Americans  with  AIDs.  In  addition, 
an  increasing  number  of  family  members,  particularly  women,  who  traditionally 
provided  home  care,  are  being  pressed  by  economic  conditions  to  enter  the 
workforce.  Access  to  comprehensive  long-term  home  care  is  essential  to  preserve 
health  care  doUars  by  the  most  appropriate  use  of  each  level  of  care. 

2.  Care  management  by  qualified  home  health  care  providers  is  the  most  effective 
way  to  coordinate  cost  and  to  care  for  dironic  patients. 

First,  there  seems  to  be  some  ambiguity  between  "case  management"  and  "care 
management."  I  would  like  to  speak  about  care  management  because  VNAs  have 
been  effectively  and  efficiently  managing  the  care  of  their  patients  for  over  100 
years.  We  understand  case  management  to  mean  payors'  responsibility  to  contain 
costs  by  authorizing  appropriate  nealth  care  services,  through  consultation  with 
health  care  professionals  (typically  primary  care  providers),  and  monitoring  utiliza- 
tion. VNAs  believe  that  once  a  payor  (whether  an  insurance  company  or  a  govern- 
ment) has  authorized,  or  determined  an  individual's  eligibility  for  no  me-  or  commu- 
nity-based long-term  care,  then  it  is  the  provider's  professional  responsibility  to 
manage  the  care,  including  the  assessment  of  the  patient's  specific  health  and  long- 
term  care  needs,  the  development  of  the  plan  of  care  to  appropriately  address  those 
needs,  coordination  and  oversight  of  care,  and  the  delivery  of  care.  It  is  "case"  man- 
agement that  is  left  to  the  pavor  and  "care"  management  that  is  left  to  the  provider. 

Most  experts  agree  that  the  complexities  of  chronic  illness  and  disabiuties  are 
best  served  throu^  care  management,  particularly  for  hi^-risk  pregnant  women, 
high-risk  infants  and  children,  persons  with  AIDs,  organ  transplant  recipients,  head 
and  spinal  cord  trauma  {latients,  and  technologically-dependent  individuals.  Debate 
rages,  however,  as  to  how  care  management  should  be  done.  Some  feel  that  provid- 
ers have  a  conflict  of  interest  and  should  be  excluded  from  both  assessing  needs  and 
providing  care.  VNAs  believe  that  the  providers'  ethical,  regulatory  and  habUity  con- 
cerns require  them  to  manage  care;  anyone  else  who  does  it,  duplicates  effort  and 
cost.  VNAs  and  other  home-  and  community-based  health  care  providers  do  not  see 
how  care  can  be  managed  any  other  way.  We  are  part  of  the  fabric  of  the  community 
and  routinely  woik  with  county,  state  governments  and  the  federal  government, 
other  payors,  other  health  care  providers,  social  and  human  service  agencies,  and 
families  and  individuals. 

Medicare  requires  and  pays  home  care  providers  to  perform  care  management 
functions,  including  a  full  assessment  by  the  clinical  professional  admitting  uie  pa- 
tient to  care  and  developing  the  plan  of  treatment.  Tlie  assessment  by  a  VNA  or 
by  another  home  health  agency  is  the  starting  point  for  managing  a  patient's  care. 
This  also  is  required  under  many  state  licensing  regulations,  mcluding  Pennsylva- 
nia's  Medicaid   regulations,    and   also   by    national    accrediting   bodies,    such    as 
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JCAHCO  and  CHAP.  In  the  Medicare  hospice  benefit,  participating  honie  care  pro- 
viders manage  the  patient's  institutional  and  home  care  services  for  a  capitated  rate 
and  this  program  has  proven  to  work  well.  ,     ,.  ,         ,       ,,  v*      r*i-  • 

VNAs'  stairs  believe  that  their  professional  credentials  rest  on  the  quahty  of  then- 
assessments  in  determining  patients'  plans  of  care  and  on  their  management  of 
care.  This  is  what  they've  b«en  trained  to  do  and  recjuired  to  do  on  federal  and  sev- 
eral state  and  private  levels.  A  VNA  nurse  works  directly  with  each  patient  in  his 
or  her  home,  and  with  his  or  her's  physician  and  family,  other  health  care  providers, 
human  service  workers  and  any  third  party  payer,  in  a  "team"  approach.  The  nurse 
is  positioned  to  observe  first  hand  the  patient  s  needs,  provide  treatment,  monitor 
the  patient's  response  to  treatment  and  make  adjustments  accordingly,  in  coopera- 
tion with  the  patient,  family  and  patient's  physician.  VNA  nurses'  close  contact  with 
their  patients  enables  them  to  detect  subtle  changes  in  their  health  conditions,  ad- 
just care  accordingly,  and  prevent  readmissions  to  institutional  care. 

Many  payors  call  for  "independent  case  management,"  precluding  home  health 
providers  who  are  ultimately  responsible  for  the  patients.  This  group  offers  the  "fox 
in  the  hen  house"  argument  and  postulates  that  care  management  be  done  by  staff 
responsible  to  a  case  management  company  whose  services  are  paid  for  by  the  case 
management  company,  insurtmce  company,  federal  program,  or  another  payor 
source.  It  is  difficult  to  believe  that  such  a  structure  can  be  expected  always  to  act 
in  the  best  interest  of  the  patient.  Rather  than  argue  'who  has  the  bigger  conflict- 
of-interest,  a  long-term  core  system  should  he  designed  so  that  the  patient's  needs 
are  central  and  so  that  no  one  can  profit  by  defining  those  needs  to  their  personal 
benefit.  One  means  of  doing  this  is  to  capitate  the  population,  assuming  that  quality 
care  standards  are  being  measured  and  met.  The  provider  must  then  manage  the 
patient's  care  within  the  dollars  allowed.  Over-utilization  under  capitation  would 
benefit  no  one.  The  providers  and  payers  would  share  the  risk  of  operating  the  sys- 
tem. 

The  U.S.  Bipartisan  Commission  on  Comprehensive  Health  Cares  1990  report 
recommends  that  many  types  of  agencies,  including  home  care,  should  do  case  man- 
agement. If  direct  service  providers  serve  as  case  managers,  the  report  reconunends 
that  safeguards  be  built  into  the  program  to  satisfactorily  address  conflict  of  inter- 
est. One  very  important  safeguard  that  VNAs  recommend  is  the  assessment  of  pro- 
vider performance  by  regularly  assessing  patient  functional  outcomes.  In  addition, 
administrative  costs  of  flie  capitated  system  should  be  a  small  percentage  of  the 
overall  budget  for  the  system.  The  greatest  percentage  should  be  spent  on  services. 

A  recent  article  titled  "Beyond  Four  Walls,    published  in  the  March  5,  1994,  issue 
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staffs'  frustrations  over  early  discharge  of  chronically  ill  patients — due  to  discharge 
incentives  of  Medicare  DRGs — and  readmission  of  these  patients  within  two  or  three 
weeks.  Under  the  hospital's  previous  care  model,  staff  were  not  able  to  naanage  the 
care  of  patients  at  home,  whose  conditions  frequently  required  readmission  and 
"often  requiring  expensive  emergency  and  inpatient  resources." 

St.  Mary's  care  management  model  enabled  22  nursing  care  managers  to  manage 
care  along  a  continuum — from  within  the  hospital  to  within  the  home.  Like  VNA 
nurses,  these  care  managers  serve  as  the  primary  link  between  patients  and  their 
physicians,  in  addition  to  providing  ongoing  care,  education  and  assessment.  The 
care  management  done  by  St.  MaiVs  is  through  capitated  contracts  with  the  state 
Medicaid  program  and  senior  HMOs.  According  to  Phyllis  Ethridge,  R.N.,  the  hos- 
pital's voice  president  of  patient  care  services,  capitation  has  enabled  the  hospital 
to  better  taikr  services  to  fit  the  changing  needs  of  the  elderly  and  other  at-risk 
patients,  and  has  significantly  reduced  patient  days  from  the  overall  Medicare  aver- 
age and  the  average  for  Medicare  HMOs.  HCFA  recently  began  a  four-side,  three- 
year,  $5  million,  10,000  patients  medicare  demonstration  project  that  will  fund  case, 
or  "care,"  management  at  these  sites  through  capitated  contracts  that  vary  by  age, 
sex,  previous  home  care  visits,  and  limitations  in  activities  of  daily  living.  St.  mar/s 
is  one  of  these  sites.  Karen  Zander,  a  principal  with  the  Center  for  Case  Manage- 
ment in  South  Natick,  MA,  and  "a  pioneer  in  developing  operational  care  tools 
known  by  various  names,  including  CareMaps  and  critical  paths,"  says  that  care 
management  efibrts  are  leading  toward  delivery  models  that  facilitate  development 
of  pl£ms  of  care  and  obviate  the  need  for  non-provider  care  managers. 

3.  A  research  component  should  be  built  into  the  program  to  determine  the  best 
measures  for  program  eligibility  and  indicators  of  improvement. 

The  program  bases  eligibility  on  patients  with  three  activities  of  daily  living 
(ADLs)  deficits.  VNAs  are  concerned  that  patients  who  depend  on  home  care  to  re- 
main out  of  nursing  homes,  and  who  are  defined  with  only  one  or  two  ADL  deficits. 
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might  be  excluded.  Most  chronically  ill  patients  experience  progressive  deterioration. 
By  using  three  ADLs  as  the  trigger  for  long-term  care  eligibility,  the  program  may 
lose  the  ability  to  intervene  earfier  and  perhaps  slow  the  progression.  Alternatively, 
a  stair-step  program  with  minimal  service  intervention  for  people  needing  assist- 
ance with  one  M)L,  and  additional  services  for  those  needing  assistance  with  more 
than  one  ADL,  might  delay  the  need  for  institutionalization.  vNAs  propose  that  the 

{>rogram  be  implemented  with  a  research  component  to  determine  the  best  measures 
or  program  eligibility  and  improved  outcomes,  both  based  on  function.  We  need  to 
be  sure  that  we  are  accurately  identifying  a  population  of  people  who  can  be  helped 
by  long-term  home  care.  We  believe  this  research  should  be  ongoing  to  test  and  fme- 
tune  eligibility  criteria.  We  recognize  that  needing  assistance  with  three  ADLs  has 
been  the  tramtional  definition  of  need  in  the  past.  VNAs  do  not  believe  that  this 
definition  is  the  sole  determinant  of  need.  There  are  some  ADLs  that  are  more  criti- 
cal than  others.  We  should  not  limit  our  solutions  for  the  future  by  untested  reli- 
ance on  indicators  from  the  past.  Sound  research  is  necessary  to  establish  best  prac- 
tice. 

VNAs  believe  any  eligibility  determination  process  needs  to  protect  patients' 
ri^ts,  with  the  establismnent  of  a  process  to  reevaluate  eligibility  when  eligibility 
has  been  denied.  In  addition,  a  protection  of  patients'  rights  to  choose  providers  is 
to  enable  that  choice  to  occur  prior  to  receipt  of  homemaker  and  other  custodial 
services  and  prior  to  receipt  of  skilled  services.  Often,  an  organization  that  is  provid- 
ing homemaker  or  aide  services  will  be  selected  by  case  managers  to  provide  skilled 
services  when  a  patient's  care  needs  increase  from  custodial  to  custoaial  and  skilled 
care.  VNAs  believe  this  issue  needs  to  be  given  full  consideration  as  it  has  a  major 
impact  on  the  equity  with  which  individuals  are  given  the  right  to  choose  their 
skilled  nursing  providers. 

4.  To  ensure  quality  care,  national  licensing  and  accreditation  should  be  required 
for  all  long-term  care  providers  without  instituting  unnecessary  bureaucracy  and 
duplicating  requirements. 

VNAs  recognize  and  support  the  plan's  offer  to  eligible  consumers  the  ability  to 
contract  for  personal  assistance  services.  Autonomy  and  choice  in  this  option  are  im- 
portant to  people  with  disabilities.  However,  VNAs  are  concerned  that,  without 
some  regulation  of  these  providers,  consumers  might  receive  substandard,  or  worse, 
hazardous  care.  Quality  of  service  remains  the  heart  of  the  issue.  For  patient  choice 
to  be  effective,  objective  indicators  of  quality  must  be  available,  measured,  and  pub- 
lished. Significant  conflict  can  arise  around  the  issue  of  patient  autonomy  versus  the 
cost  of  the  bureaucracy  created  by  imposing  quality  measures.  Compliance  with  b1\ 
the  regulatory  and  quaUty  standards  costs  money.  If  a  patient  takes  the  "low  bid" 
and  hires  a  minimum-wage,  unbenefitted  worker,  the  federal  long-term  care  pro- 
gram would  be  blamed  for  norror  stories  that  could  result.  We  believe  that  consum- 
ers should  be  able  to  contract  independently  for  personal  assistance,  but  with  pro- 
viders who  have  met  appropriate  certification  requirements  and  who  receive  benefits 
accorded  to  employees,  such  as  RCA  and  workers  compensation. 

In  Pennsylvania,  most  of  the  long-term  home  care  services  are  currently  provided 
through  Area  Agencies  on  Aging  (AAAs).  They  are  only  available  to  those  over  60 
years  of  age  and  have  very  Umited  program  dollars.  As  a  result,  each  recipient  only 
receives  care  a  few  hours  per  week  an^  frequently,  only  after  being  on  a  long  wait- 
ing list  for  extended  periods  of  time.  There  are  a  few  select  programs  that  have  even 
fewer  dollars  that  can  provide  up  to  four  hours  per  day  of  attendant  care  services. 
The  typical  employee  in  the  AAA  program  is  earning  $4.50  to  $5.50  per  hour,  re- 
ceives only  those  benefits  required  by  law  (and  seldom  health  care  benefits),  and 
often  has  little  experience  witn  only  40-60  hours  of  training  when  placed  in  a  elder- 
ly or  disabled  person's  home  to  work  on  his  or  her  own.  These  employees  are  often 
uninsured  for  health  care  because  they  earn  more  money  than  Medicaid's  income 
criteria.  In  addition,  supervision  is  only  required  to  occur  every  3-6  months  and 
often  not  by  a  professional  nurse.  Turnover  is  great  because  these  low-income  em- 
ployees are  in  demand  by  competing  employers,  sudi  as  fast  food  restaurants.  The 
only  qualiUr  standards  that  affect  the  delivery  of  long-term  care  in  Pennsylvania  are 
those  of  Medicare's  Conditions  of  Participation,  which  apply  only  to  Medicare-cer- 
tified skilled  providers.  Therefore,  all  custodial  care,  such  as  homemaker  and  home 
health  aide  services,  which  is  the  majority  of  the  long-term  care  services  provided 
in  the  state,  are  not  regulated.  There  is  no  licensure,  no  oversight,  and  no  other 
quality  standards.  It  is  imperative  that  national  licensing  or  accrediting  standards 
be  expanded  to  cover  all  levels  of  long-term  care  service  providers. 

Being  the  director  of  a  VNA,  we  have  in  the  past  provided  care  to  Pennsylvania's 
long-term  care  patients  through  the  AAA  program,  and  through  use  of  community 
charitable  dollars,  were  able  to  add  quality  controls.  We  found  it  very  difficult  to 
provide  services  under  de  extremely  low  reimbursement  rates.  The  rates  did  not 
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allow  for  adequate  training  and  supervision  of  custodial  long-term  care  employees. 
It  is  my  understanding,  throu^  talking  with  several  of  my  VNAA  colleagues,  that 
Pennsylvania  is  not  dissimilar  to  the  majority  of  other  states  concerning  quality  of 
care  standards  and  reimbursement  rates. 

5.  A  minimum  set  of  benefits  should  be  offered  to  eligible  patients  in  each  state. 
VNAs  believe  the  federal  government  should  require  that  a  uniform  minimum  set 

of  services  be  provided  to  patients  defined  as  eligible  by  federal  standards.  States 
should  provide  nome  health  care  not  already  covered  by  the  skilled  portion  of  Medi- 
care, Medicaid,  or  by  another  health  plan;  homemaker  and  chore  assistance;  home 
modifications;  respite  services;  assistive  devices;  day  care  services  for  impaired 
adults  and  children;  habiUtation  and  rehabilitation;  supported  employment;  and  any 
other  care  or  assistive  services  that  are  determined  to  help  the  elderly  and  people 
with  disabilities  to  remain  in  their  homes  and  communities. 

6.  The  financing  for  the  long-term  care  program  must  be  adequate  to  assure  qual- 
ity, access  to  care  and  patient  choice,  while  protecting  patients  and  the  government 
from  profiteering. 

VNAs  believe  states  should  establish  a  mechanism,  to  ensure  that  providers  do 
not  prosper  at  patients'  expense,  yet  are  reimbursed  at  fair  market  rates.  We  want 
to  be  sure  that  any  reimbursement  method  is  well  researched,  so  access  to  care  and 
quality  of  care  are  not  curtailed.  By  contrast,  in  too  many  states  the  Medicaid  home 
health  program  is  heavily  subsidized  by  providers.  The  fact  that  VNAs  provide  80 
percent  of  Medicaid  home  care  suggests  that  Medicaid  providers  are  disproportion- 
ately non-profits.  This  program  must  ensure  that  rates  fully  cover  the  reasonable 
cost  of  providing  care,  "nie  for-profits  will  not  accept  patients  for  less,  and  the  non- 
profits are  already  using  all  their  charity  dollars  for  free  and  subsidized  intermit- 
tent care  services.  VNAs  do  not  have  a  pot  of  money"  to  carry  a  providers'  share 
of  cost  for  this  new  program.  VNAs  strongly  caution  against  building  into  the  long- 
term  care  effort  yet  another  federal  program  that  depends  on  chantalk*  organiza- 
tions' subsidies  to  succeed. 

Pl^sident  Clinton's  proposed  home-  and  community-based  long-term  care  requires 
patient  cost-sharing.  VNAs  see  so  many  patients  living  at  the  econoniic  ed^  for 
whom  even  a  minimal  share  of  cost  woula  be  prohibitive.  If  cost-sharing  is  imple- 
mented, we  believe  tiiat  there  needs  to  be  a  stop-loss  mechanism  so  that  patients 
and  their  families  do  not  have  to  choose  between  impoverishment  and  fore^ing 
care.  Stop-loss  levels  should  be  created  as  limits  to  determine  how  much  patients 
are  assessed  for  their  care.  We  also  believe  that  mechanisms  for  determining  indi- 
viduals' income  be  appropriate,  sensitive  and  consistently  applied. 

The  program's  financing  mechanisms  also  should  address  the  availability  and  cost 
of  long-term  care  insurance.  According  to  the  insurance  industry's  own  information 
(HIAA),  the  average  annual  premiums  for  a  long-term  care  insurance  policy  with 
a  4-year  benefit  period  paying  only  $80  a  day  for  nursing  home  care,  and  $40  a  visit 
for  home  care,  with  inflation  and  nonforfeiture  protection,  in  1991  were:  $1,252  for 
a  50  year  old;  $2,525  for  a  65  year  old;  and  $7,675  for  a  79  year  old.  Effective  use 
of  tax  incentives  could  draw  additional  private  support,  increase  consumer  choice 
and  decrease  the  financial  burden  on  government. 

VNAs  would  point  out  that  the  Medicare  home  health  program  recently  sustained 
significant  cuts  throu^  reductions  in  Medicare  cost  limits,  and  by  a  two-year  freeze 
on  these  limits.  Further  cuts  in  the  Medicare  home  benefit  to  pay  for  this  new  pro- 
gram would  result  in  two  weak  federal  health  care  programs.  Effective  implementa- 
tion of  the  reform  plan  should  help  eliminate  overutilization  and  duplication  of  serv- 
ice, the  savings  from  which  could  help  support  the  new  benefit. 

IN  SUMMARY 

We  appreciate  the  opportunity  to  present  our  views  and  concerns.  We  realize  that 
your  subcommittee  and  Congress  have  a  monumental  task  of  creating  the  best  and 
most  affordable  health  care  system  for  all  Americans.  We  hope  that  you  will  con- 
tinue to  ctdl  on  VNAs  as  you  work  in  areas  where  our  experience  may  be  helpful 
to  you. 

For  additional  information  regarding  Visiting  Nurse  Associations  of  America, 
please  feel  free  to  contact  Bill  Vamell,  Presiaent  and  Chief  Executive  Officer, 
VNAA,  3801  E.  Florida  Avenue,  Suite  900,  Denver,  Colorado  80211),  31)3-753-0218. 

Senator  Mikulski.  Ms.  Amerman,  let  me  turn  to  you.  You  are 
from  Philadelphia,  and  vou  have  directed  the  Philadelphia  Chan- 
neling Project,  which  relates  to  the  community  care  option.  I  just 
want  to  say  to  both  Ms,  Nerlich  and  Ms.  Amerman  that  Senator 
Wofford  had  intended  to  be  here,  but  I  will  tell  you  that  today  we 
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are  all  in  several  different  hearings,  I  wanted  to  be  sure  I  com- 
pleted my  hearing  before  both  parties  go  off  on  their  retreats  this 
weekend,  in  which  we  will  be  focusing  on  the  movement  of  legisla- 
tion which  I  hope  will  be  bipartisan. 

Anyway,  Senator  Wofford  is  really  involved  in  another  meeting 
on  the  same  topic. 

Why  don't  you  go  ahead? 

Ms.  Amerman.  Thank  you.  Chairman  Mikulski  and  distinguished 
colleagues. 

My  name  is  Emily  Amerman,  and  I  am  the  director  of  care  man- 
agement at  the  Philadelphia  Corporation  for  Aging,  PCA,  the  Area 
Agency  on  Aging  for  Philadelphia  County  in  Pennsylvania.  I  have 
been  involved  with  the  development  of  community -based  long-term 
care  and  care  management  for  about  17  years. 

Let  me  begin  by  tnanking  you  for  the  opportunity  to  provide  tes- 
timony today.  I  am  privilegea  to  represent  the  National  Association 
of  Area  Agencies  on  Aging,  or  NAAAA,  the  network  of  670  local  or- 
ganizations across  the  country  which  have  been  engaged  in  the 
mission  of  meeting  the  needs  of  this  Nation's  older  people  for  more 
than  20  years.  To  us,  long-term  care  and  health  care  reform  may 
well  be  the  most  important  domestic  policy  matter  that  will  be  con- 
sidered this  decade. 

In  October,  NAAAA  shared  with  each  Member  of  Congress  a 
paper  entitled,  "The  Role  of  the  Aging  Network  in  Long-Term  Care: 
Future  Directions,"  that  described  our  thinking  on  the  future  of 
Area  Agencies  in  long-term  care.  We  have  made  additional  copies 
available  for  you  today. 

NAAAA  believes  that  care  management  should  be  a  required 
service  imder  any  long-term  care  plan  passed  by  Congress.  Al- 
though this  does  not  necessarily  mean  that  each  consumer  would 
receive  ongoing  care  management,  these  activities  ought  to  be 
available  in  every  community  in  every  State.  The  common  obliga- 
tion in  all  cases  should  be  to  assure  that,  first,  consumers  and 
caregivers  have  access  to  a  continuum  of  long-term  care  services 
through  an  easily  accessible  point  of  entry  in  their  local  commu- 
nities. 

Second,  comprehensive  assessments  of  need  are  performed  in  a 
timely  manner,  usin^  specialized  consultation  where  needed. 

Third,  accountability  and  continuous  measurement  of  quality  as- 
surance are  guaranteed. 

Fourth,  the  consumers  enjoy  as  much  control  over  their  care  as 
possible;  and  fifth,  that  conflicts  of  interest  are  avoided. 

Area  Agencies  on  Aging  throughout  the  Country  are  currently  in- 
volved in  providing  long-term  care  services  in  a  variety  of  ways. 
Some  Area  Agencies  perform  assessment  and  care  management 
functions  directly,  while  in  other  locales  they  contract  out  these 
functions. 

President  Clinton's  Health  Security  Act  includes  a  significant 
new  provision  for  home  and  community-based  services.  As  written, 
the  proposal  gives  wide  latitude  to  States.  Policies  are  developed  in 
Washington  and  in  State  capitals  across  the  country,  but  people  get 
taken  care  of  back  home. 

We  hope  that  the  principle  of  State  flexibility  will  be  passed  on 
to  local  communities  as  well,  where  people  with  knowledge  of  the 
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community  being  served  are  able  to  customize  the  way  the  system 
will  work. 

If  policymakers  both  in  Washington  and  in  the  States  were  to 
look  at  otner  States  which  have  moved  ahead  in  the  long-term  care 
arena,  they  will  see  that  the  most  comprehensive  and  successful 
statewide  systems  have  been  built  around  their  Area  Agencies  on 
Aging  systems  in  significant  ways. 

In  Oregon.  Washington,  Pennsylvania,  Maine,  Massachusetts,  In- 
diana, and  Ohio,  Area  Agencies  are  the  community  focal  points  for 
access  to  long-term  care.  In  other  States,  Area  Agencies  manage 
the  cost  of  their  programs  as  well  as  select  and  supervise  the  agen- 
cies that  perform  the  assessment  and  care  planning  functions. 

My  purpose  here  today  is  to  provide  an  example  to  the  committee 
of  how  Area  Agencies  are  playing  a  key  role  in  streamlined  access 
to  long-term  care  services. 

In  Philadelphia,  our  care  management  system  has  been  evolving 
over  20  years.  PCA  is  one  of  the  largest  of  the  670  Area  Agencies 
in  the  United  States  and  has  been  a  forerunner  in  the  development 
of  care  management  programs  and  in  home  services.  The  aging  net- 
work in  Pennsylvania  recognized  the  need  for  a  service  coordina- 
tion fiinction  early  in  the  1970's,  and  Pennsylvania  initiated  state- 
wide care  management  in  1977  in  order  to  provide  for  an  objective 
assessment  of  the  needs  of  homebound  adults. 

The  program  originated  in  1977,  exists  today,  and  is  designed  to 
provide  services  for  moderately  functionally  impaired  older  adults 
in  need  of  a  range  of  services.  PCA  subcontracts  with  eight  commu- 
nity agencies  for  care  management. 

In  1982,  Pennsylvania  was  selected  to  participate  in  the  National 
Long-Term  Care  Channeling  Demonstration,  and  as  a  result  of  that 
experience  serving  very  impaired  people,  Pennsylvania  initiated  a 
pre-admission  assessment  program  as  the  single  entry  point  to  all 
State-funded  long-term  care,  including  nursing  home,  community- 
based  care,  and  sheltered  living.  The  State's  department  of  welfare, 
office  of  Medicaid,  and  its  department  of  aging  agreed  that  Penn- 
sylvania's 50  Area  Agencies  on  Aging  should  be  the  access  point  for 
tne  system. 

The  options  program  for  nursing  home  eligible  people  aged  18 
and  up  is  provided  directly  by  Area  Agencies  on  Aging  and  cannot 
be  subcontracted.  These  two  progp'ams  constitute  the  basis  of  our 
rich  experience.  Currently,  they  serve  approximately  9,000  older 
Philadelphians  and  their  families  a  year. 

In  addition,  a  progpram  called  the  Family  Caregiver  Support  Pro- 
gram has  expanded  our  awareness  of  how  care  management  inter- 
acts with  families  as  well. 

Like  many  other  Area  Agencies,  PCA  has  initiated  a  single  point 
of  entry.  The  centralized  intake  and  assessment  unit,  in  addition 
to  being  the  gateway  to  nursing  home  care  for  those  who  need  that 
level  of  care,  also  offers  a  number  of  community-based  alternatives, 
including  personal  care  boarding  homes,  domiciliary  care,  the  Fam- 
ily Caregiver  Support  Program,  and  several  community-based  long- 
term  care  programs. 

The  PCA  assessor  is  a  social  worker  with  training  in  comprehen- 
sive geriatric  assessment  and  community  resources.  The  initial  as- 
sessment may  point  to  the  need  for  a  specialized  assessment  for 
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some  applicants — ^for  example,  nursing,  physical  therapy,  or  psychi- 
atry. 

The  combination  of  nursing  and  social  work  is  essential  the  de- 
sign of  assessment  and  care  management  programs,  as  has  been 
stated  previously.  Pennsylvania  has  found  that  the  use  of  social 
work  assessors  and  care  managers,  with  nursing  and  social  work 
supervision,  is  cost-effective  and  makes  best  use  of  the  time  and 
talents  of  these  two  disciplines. 

PCA  works  with  a  broad  array  of  community  organizations  for 
services,  contracting  with  more  than  60  providers  for  our  clients. 
Our  procurement  process  has  evolved  over  the  years.  For  most 
services,  PCA  has  highly  specific  definitions,  standards,  and  meas- 
ures of  quality.  Services  are  provided  through  a  vigorous  competi- 
tive bidding  process  involving  qualifying  criteria,  written  proposals, 
presentations,  and  price  negotiations.  Quarterly  monitoring  meet- 
ings are  held  with  each  provider,  and  site  audits  and  record  re- 
views are  conducted.  Feedback  is  constant,  and  sanctions  are  taken 
as  necessary. 

In  the  last  dozen  years,  as  AAAs  have  increasingly  shifted  funds 
toward  care  of  chronically  ill,  functionally  impaired  people,  health 
and  medical  concerns  have  become  a  more  significant  focus. 

PCA  has  a  team  of  physicians  under  contract  for  consultation 
with  staff  and  to  perform  in-home  medical  assessments.  The  nurse/ 
social  worker  supervisory  teams  are  pivotal  in  the  assessment  and 
care  management  process.  And  perhaps  most  significant  of  all  is 
the  home  health  agency/AAA  relationship.  The  Area  Agency  care 
manager  requests  a  nursing  evaluation  from  the  contracted  home 
health  agency  and  relies  on  the  clinical  expertise  of  the  nurse  to 
prescribe  a  course  of  treatment,  while  having  the  authority  to  au- 
thorize payment  of  Medicare  or  Medicaid  will  not  cover  it. 

With  regard  to  quality  assurance  in  care  management,  PCA  has 
explicit  qualifications  for  staff  at  all  levels  and  intensive  orienta- 
tion training,  supervisor/care  manager  and  care  manager/client  ra- 
tios, required  in-service  training,  productivity  standards,  and  re- 
quired response  times  and  100  percent  record  review,  as  well  as  cli- 
ent satisfaction  surveys.  Additionally,  for  the  last  6  years,  PCA  has 
been  creating  clinical  protocols  or  practice  standards  for  care  man- 
agers, and  we  are  currently  a  recipient  of  a  special  grant  from  the 
Administration  on  Aging  to  develop  and  disseminate  clinical  proto- 
cols for  care  management.  To  our  knowledge,  no  one  else  in  the  Na- 
tion is  developing  practice  standards  for  care  management  in  com- 
mimity-based  long-term  care. 

To  summarize,  AAAs  across  the  country  provide  a  logical  infra- 
structure for  the  provision  of  care  management  on  the  local  level 
for  a  Federal  long-term  care  program.  First,  most  are  independent 
agencies  with  no  conflict  of  interest  in  the  provision  of  services. 
They  are  close  to  the  community  where  service  is  provided  and  well 
aware  of  the  needs  of  older  people  and  the  resources  available. 

AAAs  offer  a  continuum  of  care,  responding  to  people  as  their 
needs  change,  serving  them  before,  up  to  and  during  their  need  for 
community-based  long-term  care. 

Across  the  country,  many  AAAs  have  shown  that  care  manage- 
ment can  be  a  key  factor  in  cost  control  for  careful  care  planning 
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and  monitoring  to  ensure  that  clients  continue  to  receive  the  most 
responsive  and  cost-effective  services. 

Furthermore,  AAAs  are  experienced  in  providing  continmty  for 
clients.  Care  management  follows  clients  through  episodes  of  acute 
care,  rehabilitation,  and  during  times  when  they  need  only  custo- 
dial  care 

Finally,  AAAs  have  the  experience  of  working  with  fixed  budgets 
and  excessive  demand  for  services,  and  having  to  balance  consumer 
need  and  consumer  advocacy  with  prudent  use  of  resources.  They 
are  also  accustomed  to  balancing  policy  and  regulations  with  flexi- 
bility and  tailoring  of  services  to  individual  client  needs. 

AAAs  are  used  to  working  with  families  and  able  managers  of 
limited  resources. 

President  Clinton's  Health  Security  Act,  with  its  long-term  care 
provisions,  is  desperately  needed,  and  AAAs  are  well-prepared  in 
Pennsylvania  and  in  many  other  States  to  enhance  their  role  in 
care  management  and  home  and  community-based  services. 

Thank  you. 

[The  prepared  statement  of  Ms.  Amerman  follows:] 

Prepared  Statement  of  Emily  Amerman 

Chair  Mikulski,  distinguished  members  of  the  Committee  and  distinguished  col- 
leagues, I  am  very  pleased  to  have  the  opportunity  to  present  testimony  today.  My 
name  is  Emily  Amerman,  and  I  am  the  Director  of  Care  Management  for  the  Phila- 
delphia Corporation  for  Aging  (PCA),  the  Area  Agency  on  Aging  for  Philadelphia 
County  in  I^nnsylvania.  I  have  been  involved  with  the  development  of  community 
based  long  term  care  and  care  management  in  Pennsylvania  for  seventeen  years. 
I  am  privileged  to  share  with  you  our  experience  in  Philadelphia  as  it  represents 
the  experience  of  Area  Agencies  in  Pennsylvania  and  in  many  other  states. 

Let  me  begin  by  thanking  you  for  the  opportunity  to  offer  testimony  today.  I  am 
privileged  to  represent  the  National  Association  of  Area  Agencies  on  Aging 
(NAAAA),  the  network  of  670  local  oi^ganizations  across  the  countnr  which  have 
been  engaged  in  the  mission  of  meeting  the  needs  of  this  nation's  older  people,  for 
more  than  twenty  years.  The  subject  of  long  term  care  in  the  community  is  one  that 
our  national  association  has  spent  a  great  deal  of  time  discussing.  To  us,  long  term 
care  and  health  care  reform  may  well  be  the  most  important  domestic  policy  matter 
that  will  be  considered  in  this  decade.  ^^ 

In  October,  NAAAA  shared  with  each  member  of  Congress  a  paper,  ^Tie  Role  of 
the  Aging  Network  in  Long  Term  Care:  Future  Directions,"  that  described  our 
thinking  on  the  future  of  Area  Agencies  on  Aging  in  long  term  care.  We  have  made 
additional  copies  available  for  you  today.  This  paper  was  developed  throu  A  an  ex- 
tensive process  of  consultation  with  Area  Agencies  across  the  country,  and  was  for- 
mally adopted  last  July  at  our  annual  meeting  here  in  Washin^n.  It  describes 
what  we  believe  would  be  the  ideal  role  of  Area  Agencies  on  Aging  in  a  national 
long  term  care  system. 

NAAAA  believes  that  care  management  should  be  a  required  service  under  any 
long  term  care  plan  passed  by  Congress.  Although  this  does  not  necessarily  mean 
that  every  consumer  would  receive  ongoing  care  management,  these  activities  ought 
to  be  available  in  eveiy  community  in  every  state,  tne  common  obligation  in  all 
cases  should  be  to  assure  that:  1)  consumers  and  caregivers  have  access  to  a  contin- 
uum of  long  term  care  services  through  an  easily  accessible  point  of  entry  in  their 
local  communities;  2)  competent  comprehensive  assessments  of  need  are  performed 
in  a  timely  manner,  using  specialized  consultation  where  needed;  3)  accountability 
and  continuous  measurement  of  quality  assurance  are  guaranteed;  4)  consumers 
enjoy  as  much  control  over  their  care  as  possible;  and  5)  conflicts  of  interest  are 
avoided. 

Area  Agencies  on  Aging  throughout  the  country  are  currently  involved  in  provid- 
ing long  term  care  services  in  a  variety  of  ways.  In  some  states.  Area  Agencies  are 
the  key  element  in  long  term  care  systems  that  provide  access  to  a  wide  range  of 
home  and  community  based  services.  Some  Area  Agencies  perform  assessment  and 
care  management  functions  directly,  while  in  other  locales  they  contract  out  these 
functions.  President  Clinton's  Health  Security  Act  includes  a  significant  new  pro- 
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Sam  of  Home  and  Community  Based  Services.  As  written,  the  proposal  gives  wide 
titude  to  states.  As  an  organization  which  represents  agencies  tnat  work  at  the 
local  level,  NAAAA  supports  the  idea  that  flexibility  is  crucial  to  the  successful  de- 
velopment of  a  system  of  home  and  community  based  services.  Policies  are  devel- 
oped in  Washington  and  in  state  capitols  across  the  country.  But  people  get  taken 
care  of  back  home.  It  isnt  possible  to  develop  specific  policies  about  how  to  do  things 
that  will  work  in  all  the  communities  across  the  country.  The  variety  in  those  com- 
munities is  too  great.  We  hope  that  the  principle  of  state  flexibility  will  be  passed 
on  to  local  communities  as  well,  where  people  with  knowledge  of  the  community 
being  served  are  able  to  customize  the  way  the  system  will  woric. 

If  policy  makers,  both  in  Washington  and  the  states,  were  to  look  to  other  states 
which  have  moved  ahead  in  the  long  term  care  arena,  they  will  see  that  the  most 
comprehensive  and  successful  statewide  systems  have  been  built  around  their  Area 
Agencies  on  Aging  systems  in  signiflcant  ways.  In  Oregon,  Washington,  Pennsylva- 
nia, Maine,  Massachusetts,  Indiana,  and  Ohio,  Area  Agencies  are  the  community 
focal  points  for  access  to  long  term  care.  In  Illinois  and  Georgia,  Area  Agencies  man- 
age the  costs  of  their  programs  as  well  as  select  and  supervise  the  agencies  that 
perform  the  assessment  and  care  plemning  functions.  Vermont  is  buUding  a  new 
comprehensive  system  which  will  restructure  their  Area  Agencies  as  local  long  term 
care  management  agencies. 

My  purpose  here  today  is  to  provide  an  example  to  the  Committee  of  how  Area 
Agencies  are  playing  a  key  role  in  streamlined  access  to  long  term  care  services.  In 
Philadelphia,  our  care  management  system  has  been  evolving  over  the  past  20 
years.  We  believe  there  is  much  to  be  learned  from  our  experiences  as  Congress  en- 
ters into  a  dialogue  about  the  delivery  of  home  and  community  based  services. 

pca's  role  in  care  management 

Since  its  inception  in  1973,  the  mission  of  the  Philadelphia  Corporation  for  Aging 
has  been  to  improve  the  quality  of  life  of  older  Philadelphians.  PCA  is  one  of  the 
lai^est  of  the  667  Area  Agencies  on  Aging  in  the  United  States,  and  has  been  a  fore- 
runner in  the  development  of  care  management  programs  and  in-home  services. 
PCA  has  oflen  been  used  as  a  demonstration  site  by  the  Pennsylvania  Department 
of  Aging  when  new  policy  programs  were  introduced  to  Area  Agencies.  In  each  in- 
stance, the  demonstration  has  been  successful  and  has  been  expanded  state-wide. 

The  aging  network  in  Pennsylvania  recognized  the  need  for  a  service  coordination 
function  early  in  the  1970's.  The  senior  center  network  was  creative  and  resourceful 
in  meeting  the  needs  of  seniors  who  could  get  to  a  center  to  take  advantage  of  a 
whole  array  of  programs  and  services.  But  as  those  seniors  aged  and  experienced 
increasing  frailty,  the  need  for  services  provided  in  the  home  became  more  clear. 
In  addition  it  became  apparent  that  many  older  persons  in  need  of  in-home  services 
were  not  participants  in  the  Senior  Center  System. 

Pennsylvania  initiated  state-wide  care  management  in  1977  in  order  to  provide 
for  an  objective  assessment  of  the  needs  of  homebound  older  adults,  planning  with 
the  client  and/or  caregiver,  advocacy  on  their  behalf,  and  coordination  of  services 
provided  to  the  older  person  in  their  home.  The  program  originated  in  1977  exists 
today  and  is  presently  called  the  Options  Level  I  Program.  It  is  designed  to  provide 
services  for  moderately  functionally  impaired  older  adults  in  need  of  a  range  of  serv- 
ices. PCA  subcontracts  with  ei^t  community  agencies  for  care  management  and 
with  a  host  of  providers  for  services. 

In  1982  Pennsylvania  was  selected  to  participate  in  the  National  Long  Term  Care 
Channeling  Demonstration  and  PCA  was  chosen  as  the  local  site.  As  a  result  of  this 
experience  of  serving  very  impaired  people,  Pennsylvania  initiated  a  preadmission 
assessment  program  as  the  single  point  of  access  to  all  state-funded  long  term  care, 
including  nursing  home,  community  based  long  term  care,  and  sheltered  living.  The 
State's  Department  of  Welfare,  Office  of  Medicaid  and  its  Department  of  Aging 
agreed  that  Area  Agencies  on  Aging  should  be  the  access  point  for  the  long  term 
care  system  and  provide  community  based  long  term  care  as  an  alternative  to  nurs- 
ing home  care. 

The  Options  Level  II  program,  for  nursing  home  eligible  people,  is  provided  di- 
rectly by  Area  Agencies  on  Aging  and  cannot  be  subcontracted.  These  two  programs 
constitute  the  basis  of  PCA's  rich  experience  in  care  management.  Currently  these 

firograms  serve  approximately  9,000  older  Philadelphians  and  their  families  a  year, 
n  addition,  a  Pennsylvania  program  called  the  Family  Caregiver  Support  Program, 
also  developed  in  Philadelphia,  has  expanded  our  awareness  of  how  care  manage- 
ment interacts  with  families  as  well. 
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CONSUMER  ASSESS/CENTRALIZED  ASSESSMENT 

like  many  other  Area  Agencies  on  Agmg,  PCA  has  initiated  a  single  point  of 
entry  for  multiple  options  for  care.  The  PCA  Long  Term  Care  Access  department 
provides  centralized  intake  and  assessment  by  an  independent  assessor  who  knows 
all  of  the  program  and  service  options  for  an  older  person  seeking  long  tenn  care, 
including  nursing  home  care.  The  centralized  intake  and  assessment  unit,  m  addi- 
tion to  being  the  gateway  to  nursing  home  care  for  those  who  need  that  level  and 
intensity  of  care,  also  offers  a  number  of  community  based  alternatives,  including 
personal  care  boarding  homes,  domiciliary  care  (adult  foster  care  with  care  manage- 
ment), the  Family  Caregiver  Support  Program,  and  several  conununity  based  long 

term  care  programs.  ,,     r      ■^  ^1.1. 

The  intake  woiker  who  interviews  the  referral  source  and/or  family  on  the  phone 
has  the  capacity  to  schedule  an  assessment  during  the  initial  phone  call.  Both  the 
time  of  the  home  visit  for  the  assessment  and  name  of  the  assessor  can  be  provided 

to  the  caller.  .  . 

The  PCA  assessor  is  a  social  worker  with  training  in  comprehensive  genatnc  as- 
sessment and  community  resources.  The  assessor  uses  a  standardized  state-wide  as- 
sessment tool  to  collect  information  regarding  the  applicant's  medical  history,  cur- 
rent diagnoses  and  treatments,  medications,  mobility,  activities  of  daily  living, 
(bathing,  grooming,  dressing,  toileting,  feeding)  instrumental  activities  of  daily  liv- 
ing, (laundry,  shopping,  cooking,  money  management,  use  of  the  telephone,  etc.).  In 
a&ition,  the  assessment  reviews  the  applicants  cognitive  status  and  emotional  well 
being,  as  well  as  the  amount  of  family  support  or  other  informal  help  available  to 
them,  their  physical  environment.  The  assessment  is  conducted  in  one  visit;  addi- 
tional information  is  gathered  subsequently  by  contacting  the  physician  and  other 
collaterals,  with  the  permission  of  the  applicant.  The  initial  assessment  may  point 
to  the  need  for  a  specialized  assessment  for  some  applicants,  for  example:  nursing, 
physical  therapy,  or  psychiatry.  ,.      j 

During  the  visit,  the  assessor  works  with  the  appucant  and/or  caregiver  to  iden- 
tify problems  and  needs  as  they  see  them  and  help  them  look  at  their  options  for 
care.  For  families  who  are  interested  in  care  at  home,  the  assessor  develops  a  plan 
of  care  which  is  used  as  a  guide  by  the  care  manager  to  whom  the  client  will  be 
assigned  when  the  assessment  is  completed. 

Each  team  of  six  PCA  social  workers  is  jointly  supervised  by  an  experienced  com- 
munity health  nurse  and  a  master's  level  social  worker.  The  combination  of  nursing 
and  social  work  is  essential  in  the  design  of  assessment  and  care  man^ement  pro- 
grams. Pennsylvania  Area  Agencies  on  Aging  have  found  that  the  use  ofsocial  work 
assessors  and  care  managers  with  nursing  and  social  work  supervision  is  cost  effec- 
tive and  makes  best  use  of  the  time  and  talents  of  these  two  disciplines.  Both  the 
social  work  and  nursing  supervisor  review  and  sign  off  on  every  assessment  and 
care  plan  looking  at  them  from  the  point  of  view  of  their  own  discipline. 

The  care  plan  is  reviewed  by  the  care  management  nurse  and  social  work  super- 
visors; the  order  of  the  review  depends  on  the  focus  of  the  care.  The  nurse  super- 
visors in  our  system  have  specific  roles;  one  of  which  is  to  identity  non-3rd  party 
reimbursed  care  such  as  preventive  care  and  chronic  care  which  should  be  provided 
as  well  as  to  question  whether  there  is  the  potential  for  rehabiUtation.  Our  care 
plans  make  an  aggressive  effort  at  maintaining  if  not  improving  client's  current  lev- 
els of  functioning.  Our  nurses,  and  some  care  managers,  are  well  versed  in  the  Med- 
icare home  care  reimbursement  regulation;  we  make  every  effort  to  use  Medicare 
as  the  payor  since  with  a  fixed  budget,  PCA  must  streteh  every  dollar.  Our  nurse 
supervisors  assist  care  managers  in  negotiating  with  physicians  and  home  health 
agency  nurses  when  necessary.  They  also  make  quarterly  home  visits  with  each  care 
manager  they  supervise. 

SERVICE  COORDINATION 

PCA  works  with  a  broad  array  of  community  organizations,  contracting  with  more 
than  60  providers  for  services  to  our  clients.  The  array  of  services  include  home 
health  services  and  nonMedicare  covered  home  health  services;  durable  medical 
equipment  and  consumable  medical  supplies;  specialized  services  such  as  in-hoine 
incontinence  evaluation  and  treatment,  enteral  stomal  therapy;  in-home  psychiatric 
evaluations  and  in-home  mental  health  counselling;  and  personal  care.  PCA  makes 
every  effort  to  introduce  nursing  and  physical  or  occupational  therapy  initially  so 
that  any  potential  for  increasing  independent  function  is  realized  and  also  to  help 
develop  the  homemaker  care  plan  for  personal  care.  Although  each  client's  care  plan 
may  draw  on  three  or  four  services  occasionally,  almost  all  need  some  amount  of 
personal  care. 
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Potential  services  also  include  heavy  cleaning,  extermination  and  trash  hauling; 
home  repairs,  and  home  adaptations  to  ease  care  giving  or  to  make  mobility  in  the 
house  easier  and  safer  for  tne  disabled  person;  home  delivered  meals,  specialized 
transportation,  adult  day  care,  emergency  response  systems,  and  institutional  res- 

Eite  care.  Like  many  Area  Agencies  on  Aging,  F*CA's  service  procurement  process 
as  evolved  over  the  years,  as  we  have  learned  not  only  what  people  need,  but  who 
can  best  meet  the  need  at  a  reasonable  cost.  For  most  services  PCA  has  highly  spe- 
cific definitions,  standards,  and  measures  of  quality.  Services  are  provided  through 
a  vigorous  competitive  bidding  process  involving  qualifying  criteria,  written  propos- 
als, presentations  to  a  selection  committee,  and  price  negotiations.  Once  the  provid- 
ers are  in  business,  contract  managers  and  care  managers  work  with  them  to  iden- 
tify and  resolve  problems  with  service  delivery.  Care  managers  get  to  know  the 
nurses,  homemakers,  and  other  providers  who  are  day  care,  and  homemaker  provid- 
ers are  sent  to  the  care  manager  and  become  part  oi  the  client's  care  management 
record. 

Care  managers  keep  provider  problem  logs.  Quarterly  monitoring  meetings  are 
held  with  eadi  provider,  site  audits/record  reviews  are  conducted  (for  the  home 
health  agencies,  these  are  more  in  depth  than  monitoring  by  HCFA  or  the  State). 
Feedback  is  constant.  Sanctions  are  taken  as  necessary. 

When  client  needs  tirise  for  which  there  are  no  known  service  vendors,  PCA  looks 
for  and  develops  new  providers.  Services  PCA  has  initiated  for  community  based 
long  term  care  clients  include  in-home  mental  health  counseling,  in-home  inconti- 
nence treatment,  and  in-home  dental  care. 

Area  Agencies  on  Aging  have  always  been  in  the  business  of  developing  and  co- 
ordinating community  services,  and  providing  older  adults  with  information  and  ac- 
cess to  them.  From  neighborhood  food  cupboards  to  federal  entitlement  programs. 
Area  Agencies  know  what  resources  are  available. 

In  the  last  dozen  years,  as  Area  Agencies  have  increasingly  shifted  funds  toward 
care  of  chronically  ill  and  functionally  impaired  people,  health/medical  concerns 
have  become  a  more  significant  focus.  PCA  has  a  team  of  physicians  under  contract 
for  consultation  with  staff  and  to  perform  in-home  medical  assessments.  The  nurse/ 
social  worker  supervisory  teams  are  pivotal  in  the  assessment  and  care  manage- 
ment process.  And  perhaps  most  signiiicant  is  the  home  health  agency/Area  Agency 
relationship.  The  Area  Agency  care  manager  requests  a  nursing  evaluation  from  the 
contracted  nome  health  agency  and  relies  on  tne  clinical  expertise  of  the  nurse  to 
prescribe  a  course  of  treatment,  while  having  the  authority  to  authorize  payment 
if  Medicare  will  not  cover  it.  As  Medicare  regulations  ebb  and  flow  and 
intermediaries  and  individual  home  care  agencies  interpret  them  differently,  PCA 
care  managers  coax  and  cajole  home  health  providers  in  identifying  health  care 
needs  and  getting  them  attended  to,  independent  of  payment  source. 

QUALITY  ASSURANCE  IN  CARE  MANAGEMENT 

For  many  years,  PCA  has  been  perfecting  provider  specifications  and  contract 
monitoring.  Quality  assurance  in  care  management  has  been  developing  gradually, 
beginning  with  structural  and  process  requirements  set  by  the  state.  In  a  number 
of  instances,  PCA  and  other  Area  Agencies  have  exceeded  the  requirements.  PCA 
has  explicit  qualifications  for  staff  at  all  levels,  an  intensive  orientation  training,  su- 
pervisor/care manager  and  cere  manager/client  ratios,  required  in-service  training, 
productivity  standards  and  required  response  times,  100%  record  reviews,  weekly  or 
oi-weekly  supervision,  formal  annual  performance  evaluations,  and  client  satisfac- 
tion surveys.  PCA  has  recently  estaolished  a  Quality  Improvement  Committee 
charged  with  developing  a  quabty  improvement  plan  for  all  of  our  long  term  care 
programs  and  recommending  how  it  should  be  implemented. 

Additionally,  for  the  last  six  years  PCA  has  been  creating  clinical  protocols  (or 
practice  standards)  for  care  managers.  PCA  is  currently  a  recipient  of  a  special 
grant  from  the  Administration  on  Aging  to  develop  and  disseminate  clinical  proto- 
cols for  care  management.  These  protocols,  on  topics  such  as  incontinence,  adverse 
drug  reactions,  depression,  and  Alzheimer's  disease,  tell  care  managers  the  best 
thing  to  do  in  a  given  situation,  and  provide  a  standard  against  which  to  measure 
the  quality  of  care  management  provided.  To  our  knowledge,  no  one  else  in  the  na- 
tion IS  developing  practice  standards  for  care  management  in  community  based  long 
term  care. 

AREA  AGENCIES  ON  AGING  AND  CARE  MANAGEMENT 

Area  Agencies  across  the  country  provide  a  logical  infrastructure  for  the  provision 
of  care  management  on  the  local  level  for  a  federal  long  term  care  program.  First 
of  all,  most  are  independent  agencies  with  no  conflict  of  interest  in  the  provision 
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of  services.  They  are  close  to  the  community  where  care  is  provided  and  very  well 
aware  of  the  needs  of  older  people  and  the  resources  available  to  meet  those  needs. 
Area  Agencies  offer  a  continuum  of  care,  responding  to  people  as  their  needs  change, 
serving  them  before,  up  to,  and  during  their  neea  for  community  based  long  term 
care.  Under  the  Older  American's  Act,  Area  Agencies  on  Aging  have  a  mandate  to 
serve  all  olderpeople,  and  take  a  generic  approach  to  the  whole  person  in  his/her 
environment.  Tney  can  provide  the  mixed  ot  nealth  and  'social  services  best  suited 
to  respond  to  the  needs  of  dironically  ill  older  persons  and  their  families.  In  addi- 
tion, tfcey  have  experience  witJi  tJie  selection  ana  monitoring  of  providers  over  many 
years.  Across  the  country,  many  Area  Agencies  have  shown  that  care  management 
can  be  a  key  factor  in  cost  control  through  careful  care  planning  and  monitoring  to 
ensure  that  clients  continue  to  receive  tne  most  responsive  ana  cost-effective  serv- 
ices. The  care  manager  must  balance  attention  to  the  desires  of  the  client  and  fam- 
ily with  the  prudent  purchasing  of  services. 

Furthermore,  Area  Agencies  are  experienced  in  providing  continuitjr  for  clients: 
care  management  follows  clients  through  episodes  of  acute  care,  rehabilitation  and 
during  times  when  they  need  only  custodial  care.  Finally,  Area  Agencies  have  the 
exper^nce  of  working  with  fixed  budgets  and  excessive  demand  Tor  services  and 
having  to  baJance  consumer  need  and  consumer  advocacv  with  prudent  use  of  re- 
sources. They  are  also  accustomed  to  balancing  policy  and  regulations  with  flexibil- 
ity and  tailoring  of  services  to  individual  client  needs.  Area  Agencies  are  used  to 
working  with  families  and  able  managers  limited  resources. 

The  Philadelphia  Corporation  for  Aging  has  undergone  a  strategic  planning  proc- 
ess over  the  last  year  in  order  to  address  a  very  big  question  which  faces  many  Area 
Agencies.  That  is  "How  can  we  balance  our  broad  mandates  under  the  Older  Ameri- 
can's Act  with  the  increasing  demand  for  community  based  long  term  care?"  Should 
we  serve  only  the  sickest  and  the  frailest  or  should  we  try  to  maintain  a  continuum 
of  care  providing  services  across  the  spectrum  and  maintaining  waiting  lists?  We 
want  to  do  both.  In  Hiiladelphia,  a  recent  study  revealed  that  49  percent  of  the 
6,500  clients  in  our  non-nursing  home  level  community  based  care  program  have 
nursing  home  level  needs.  Three  thousand  people  in  that  program  have  an  average 
of  four  ADL  impairments.  President  Clinton  s  Health  Security  Act  with  its  long  term 
car  provisions  is  desperately  needed  and  AAA's  are  well  prepared  in  Pennsylvania 
and  in  many  other  states  to  enhance  their  role  in  care  manj^ement  and  home  and 
community  based  services. 

Senator  Mikulski.  Ms.  Amerman,  are  you  a  social  worker? 

Ms.  Amerman.  Yes,  I  am. 

Senator  Mikulski.  What  about  vou,  Dr.  Chan? 

Mr.  Sharma.  Well,  I  am  a  social  worker 

Mr.  Chan.  He  is  protecting  me. 

Mr.  Sharma  [continuing].  From  the  same  school  that  you  went 
to,  Senator,  the  University  of  Maryland. 

Senator  Mikulski.  The  University  of  Maryland  School  of  Social 
Work. 

Mr.  Chan.  My  background  is  in  math  and  electrical  engineering. 

Senator  Mikulski.  In  electrical  engineering? 

Mr.  Chan.  That  is  right.  [Laughter.] 

Mr.  Sharma.  I  am  doing  my  oest  to  make  him  a  social  worker. 

Senator  Mikulski.  Well,  I  want  to  thank  everyone  for  their  ex- 
cellent testimony. 

All  of  you,  of  course,  are  familiar  with  the  Clinton  plan,  and  I 
think  we  agree  upon  both  the  compelling  need  in  our  population  for 
some  type  of  program  along  these  lines.  I  think  we  are  also  in  abso- 
lute agreement  Uiat  State  flexibility  should  be  a  cornerstone  of  the 
plan. 

I  think  we  are  now  looking  at  what  is  desirable  and  affordable 
and  doable.  I  think  those  are  really  the  three  things  we  are  looking 
at. 

As  we  look  at  the  Clinton  proposal,  which  of  course  gives  us  a 
common  discussion  point,  case  or  care  management  is  an  optional 
benefit.  I  wonder — and  I  will  just  go  right  down  the  table  smd  ask 
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all  three  of  you — do  you  believe  that  case  or  care  management 
should  be  mandated  at  the  Federal  level,  or  do  you  believe  it 
should  be  optional  once,  perhaps,  a  uniform  eligibility  is  estab- 
lished? 

Ms.  Amerman.  The  National  Association  of  Area  Agencies  on 
Aging  and  I  myself  believe  that  care  management  should  be  avail- 
able in  every  community.  Each  client  in  the  program  does  not  nec- 
essarily need  care  management,  but  it  should  be  available  for  those 
who  do. 

Senator  MncuLSKi.  That  would  be  based  on  a  case-by-case  basis; 
but  as  part  of  the  program. 

Ms.  Amerman.  I  believe  it  should  be  required  as  part  of  the  pro- 
gram. 

Senator  Mikulski.  Ms.  Nerlich. 

Ms.  Neruch.  Yes,  I  also  support  that,  and  I  also  agree  that  not 
everybody  who  has  long-term  care  needs  or  requires  case  manage- 
ment. But  I  do  believe  that  case  management  is  very  critical  to  co- 
ordinate and  to  enable  the  individual  to  get  into  all  parts  of  the 
system  and  services  that  are  available  to  them. 

Senator  Mikulski.  Dr.  Kane. 

Ms.  Kane.  I  certainly  concur  with  that,  too,  and  might  even  go 
a  little  further  and  say  that  ordinarily,  that  care  management — 
and  here,  I  disagree  with  my  colleague — should  be  separated  from 
service  provision. 

Senator  MiKULSKi.  Dr.  Chan  and  Dr.  Sharma? 

Mr.  Chan.  I  think  it  sounds  reasonable. 

Ms.  Nerlich.  Senator  Mikulski,  could  I  respond  to  that?  I  do  be- 
lieve that  there  are  many  situations  where  patients  do  not  need, 
or  clients  do  not  need  a  nome  health  agency  to  provide  that  care, 
and  in  those  situations,  then  I  think  it  is  very  appropriate  for  other 
providers,  other  organizations  or  agencies,  to  provide  the  case  man- 
agement. But  in  situations  where  the  home  health  agency  needs  to 
be  involved,  either  from  the  skilled  level  or  from  the  nonprofes- 
sional level,  which  most  of  us  also  provide  those  services,  and  we 
are  already  doing  the  care  management,  I  think  it  is  appropriate 
that  it  be  done  in  one  place. 

Senator  Mikulski.  I  think  there  are  three  words  that  we  are 
talking  about  here.  One  is  eligibility  determination,  which  really 
must  have  an  assessment  function  to  determine  whether  the  indi- 
vidual meets  the  criteria  for  impairment  with  three  of  the  activities 
of  daily  living.  That  in  and  of  itself  constitutes  that,  and  I  am  going 
to  come  back  to  evaluation  versus  assessment  for  a  second. 

Then,  hopefully,  out  of  that  assessment  is  developed  a  case  plan, 
looking  at  not  only  if  you  are  eligible  or  not  for  this  benefit,  but 
for  some,  we  find  that  an  application  might  not  be  eligible  for  the 
program,  but  that  what  they  need  in  their  community  is  Meals-on- 
Wheels  and  senior  chore  services,  and  they  are  fine,  but  not  eligible 
for  the  program. 

The  other  is  the  case  management,  which  would  be  determined, 
I  think,  by  the  resources  within  the  family  and  the  cognitive  and 
functioning  ability. 

The  other  is  case  monitoring,  and  how  is  everything  going  along, 
particularly  in  the  home  health  field,  where  I  know  the  visiting 
nurse  is  often  coming  in  for  a  particular  function  or  there  will  be 
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a  variety  of  providers  who  are  really  part  of  the  team,  whether  it 
is  an  estabhshed,  formalized  team  or  not,  the  team  or  network  is 
doing  the  monitoring. 

Isn't  that  kind  of  the  way  you  see  a  continuum,  and  in  determin- 
ing this,  there  has  to  be  the  eligibility  assessment,  and  then  out 
of  the  assessment  has  to  come  a  plan,  and  then  out  of  the  plan 
comes  the  implementation.  And  some  might  be  very  self-directed. 
I  know  the  yoiing  disabled  community  feels  that  often,  it  is  a  phys- 
ical impairment,  and  their  cognitive  ability  is  fine,  so  what  they 
need  is  a  personal  assistant,  as  we  heard  from  Mr.  Young,  who  has 
eone  on  with  tiie  appropriate  plan  and  resources  tD  get  a  degree  in 
business  management  and  now  is  the  executive  director  of  a  coali- 
tion of  over  100  groups.  That  is  what  it  is  all  about.  So  he  does  not 
need  the  detail,  and  yet  for  some,  where  there  might  be  cognitive 
impairment,  the  watching  and  the  changing  nature  of  the  plan  re- 
quires something  else. 
Do  you  follow  me? 
Ms.  Kane.  Yes. 

Senator  MiKULSKl.  So  it  is  the  eligibility  assessment,  the  plan, 
and  then  the  degree  of  the  supervision  of  the  implementation  of  the 
plan  which  depends  on  the  family  situation  and  the  situation  or 
functioning  abiHty  of  the  person  who  is  getting  the  benefit.  That, 
to  me,  is  the  continuum. 
Ms.  Amerman,  did  you  want  to  comment  on  that? 
Ms.  Amerman.  I  was  going  to  comment  with  regard  to  who  gets 
care  management  and  add  the  element  of  choice.  You  mentioned 
yourself  that  there  are  quite  a  few  younger  people  with  disabilities 
who  do  not  care  to  have  case  management. 

From  my  own  experience,  despite  what  I  know,  when  I  was  a 
caregiver,  I  wish  I  had  had  a  case  manager  or  care  manager,  be- 
cause first  of  all,  the  emotional  weight  of  addressing  the  needs  in 
your  own  family,  as  well  as  sometimes  families  do  not  have  the 
knowledge  of  what  all  the  options  are  and  the  various  ways  that 
someone  can  be  cared  for,  and  may  need  help  even  to  look  at  what 
they  want  to  do  in  terms  of  care  versus  what  could  be  done  by  oth- 
ers, that  there  is  some  choice  even  in  terms  of  their  own  involve- 
ment. 

Senator  MiKULSKl.  Oh,  I  absolutely  agree  with  that.  In  fact,  what 
has  happened  now  in  so  many  communities  is  that  the  family  is 
the  case  manager. 

I  heard  a  story  fi'om  a  family  in  Baltimore  that  had  gone  to  an 
excellent  rehabihtation  facility  where  the  family  member  had  had 
a  stroke,  was  all  set  to  come  home,  and  had  more  functioning  than 
they  had  ever  hoped  or  dreamt  because  of  the  excellent  rehabilita- 
tion. There  was  then  very  skimpy  discharge  planning  done,  and 
then,  when  the  need  for  some  home  health  care  follow-up  was  done, 
they  were  told  to  call  the  VNA,  or  here  are  the  yellow  pages;  you 
are  on  your  own. 

Well,  that  is  not  case  management  and  in  my  mind  was  not  dis- 
charge planning.  It  was  not  dumping,  but  nevertheless — and  the 
family  aid  not  even  know  where  to  begin  or  where  to  go.  So  they 
called  me.  I  am,  for  a  lot  of  people — my  office,  and  I  am  sure  other 
members  of  Congress,  because  of  the  concerns  around  Medicare 
and  Medicaid,  are  the  single  point  of  entry  for  information  and  re- 
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ferral  to  then  go  and  do  what  they  need  to  do  to  get  connected,  for 
example,  to  our  own  very  fine  Office  on  Aging. 

Ms.  Nerlich,  I  agree  that  there  are  two  distinct  types  of  need. 
One  is  the  able,  cognitive  person  who  can  manage  his  own  care, 
who  needs  assistance  in  determining  what  is  available  to  him.  But 
in  our  long-term  care  program  within  the  VNAs,  once  we  get  some- 
one into  our  private  duty  home  attendant  program,  then  we  work 
with  the  other  community  agencies  and  manage  that  care  to  get 
them  into  what  other  resources  they  need.  And  I  think  that  is  the 
type  of  case  management  that  is  duplicative  for  somebody  else  to 
also  be  doing,  because  once  they  are  in  the  long-term  care  program 
that  we  have,  we  can  handle  the  case  management,  where  mere 
are  those  others  that  never  fit  into  our  program. 

Senator  Mekulski.  Does  anybody  else  want  to  comment? 

Ms.  Kane.  Yes,  Senator  Mikulski.  I  think  vour  progression  in  the 
way  of  thinking  about  case  management  and  its  functions  is  correct 
and  well-stated,  and  it  is  rather  cyclical,  because  you  keep  repeat- 
ing the  assessment  process  and  refining  care  plans.  And  I  do  be- 
lieve that  part  of  good  case  management  is  tailoring  the  kind  of 
monitoring,  the  type  of  monitoring,  based  on  need  as  well  as  pref- 
erence. And  of  course,  if  a  Visiting  Nurse  Association  is  intensely 
involved  with  a  case,  tvpicallv,  the  case  manager  backs  off,  and 
they  work  collaboratively,  and  there  is  no  intent  to  micromanage 
a  VNA's  work.  I  think  there  is  a  lot  of  misunderstanding  in  that 
regard. 

I  did  a  report  for  the  Office  of  Technology  Assessment  on  the  re- 
lationships between  nonprovider  case  managers  and  provider  agen- 
cies and  did  identify  various  tensions,  particularly  with  home 
health  agencies,  tensions  that  were  not  so  much  expressed  with 
other  home  care  providing  agencies,  and  also  identified  ways  that 
those  tensions  are  mitigated,  and  I  would  be  glad  to  share  that 
with  the  committee. 

I  think  that  your  example  of  discharge  plgmning  is  a  good  exam- 
ple of  the  kind  of  fragmentation  that  often  occurs.  I  consider  dis- 
charge planning  as  more  like  launch  coordination,  because  it  is  so 
time-limited  and 

Senator  Mikulski.  Are  you  saying  'launch"  or  'lunch"? 

Ms.  Kane  [continuing.]  Launch.  Once  the  rockets  go  up,  who 
cares  where  they  come  down?  Because  it  has  become  a  matter  of 
getting  that  patient  out  of  the  hospital,  I  think  sometimes  there  are 
also  slips  at  the  point  when  person  is  ready  to  leave  a  skilled  nurs- 
ing home  stay,  and  sometimes  there  are  slips  when  they  finish 
being  qualified  for  a  Medicare-funded  home  health  agency.  When 
a  care  manager  is  already  involved  in  the  case  through  a  Medicaid 
waiver  or  State  program,  we  think  that  one  of  the  examples  of 
quality  is  for  them  to  be  present  at  the  time  of  that  hospitalization, 
and  if  a  care  manager  is  involved  in  the  case,  he  should  be  follow- 
ing it  up  after  a  nursing  home  stay  as  well. 

Senator  Mikulski.  Dr.  Kane,  this  brings  up  something  else — Mr. 
Chan,  did  you  wish  to  comment? 

Mr.  Chan.  I  just  want  to  say  that  I  think  your  conceptualization 
is  exactly  the  way  we  tried  to  replicate  it.  But  as  the  panel  has 
been  responding,  it  has  dawned  on  me  that  if  one  looks  at  oneself 
on  this  health  scale,  from  the  point  of  view  of  the  patient  or  the 
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client  himself,  it  is  very  difficult  to  look  at  it  and  say  where  do  I 
stand  and  where  am  I  and  where  do  I  go  and  so  on,  because  there 
are  different  pieces  for  the  stakeholders  and  the  way  they  look  at 
it  and  control  it.  And  yet,  if  you  look  at  the  diagram,  basically,  the 
arrows  point  everywhere — which  I  did  not  put  in  there. 

So  yes,  it  is  a  system  which  is  sort  of  cyclical.  You  go  through 
eligibihty  assessment,  and  hopefully,  care  coordination  and  care 
management,  as  well  as  ultimately,  quality  assurance,  quality 
management  or  measurement,  and  to  reassessment  again  on  the 
right-hand  side. 

But  I  like  to  look  at  it  more  from  the  point  of  view  of  how  user- 
friendly  is  it  from  the  client's  point  of  view,  too. 
Senator  Mikulski.  And  the  practical  experience. 
Mr.  Chan.  Yes. 

Senator  Mikulski.  Let  me  go  on,  because  we  have  another  panel, 
and  we  are  meeting  at  a  caucus  lunch  on  exactly  the  issue  of 
health  insurance  reform.  ,,  j    . 

I  would  like  to  raise  a  question  about  the  concept  of  so-called  sin- 
gle point  of  entry.  This,  then,  also  raises  an  issue  that  was  also 
raised  by  the  disabled  or  differently  challenged  community.  They 
said,  well,  if  we  have  a  single  point  of  entry,  and  it  is  the  Offices 
on  Aging,  we  are  not  old.  And  then,  of  course,  we  have  heard  com- 
pelling testimony  from  parents  with  children  who  are  chronically 
ill,  where  their  assessments  and  so  on  are  done  in  entirely  different 
facilities. 

So,  therefore,  should  there  be  a  single  point  of  entry,  and  second, 
where  should  it  be  given  the  fact  that  we  are  not  only  talking  about 
an  elderly  or  frail  elderly  population,  but  we  are  talking  about — 
and  I  think  this  is  the  boldness  of  the  Clinton  plan,  that  rather 
than  going  to  age,  it  is  going  to  function  and  the  need  for  long-term 
care.  And  some  are  chronic,  some  are  chronic  progressive,  and  some 
are  temporary,  meaning  you  can  come  home,  and  over  a  period  of 
time,  you  are  going  to  return  to  the  marketplace  or  whatever. 

So  here  is  my  question.  No.  1,  do  you  think  there  should  be  a 
single  point  of  entry,  recognizing  the  continuum  of  population  this 
program  is  going  to  serve  if  it  passes,  and  where  would  that  single 
point  of  entry  be? 

Ms.  Amerman,  I  will  call  on  you  first,  because  you  were  advocat- 
ing the  single  point  of  entry. 

Ms.  Amerman.  Yes.  We  believe  that  a  single  point  of  entry  for 
adults  makes  very  good  sense.  Many  AAAs  already  have  the  expe- 
rience of  working  with  populations  18  and  up  in  programs  such  as 
domiciliary  care  and  some  of  the  community-based  long-term  care 
programs. 

What  we  have  found  is  that  the  focus  on  a  functional  assessment 
is  the  key,  as  Dr.  Kane  said;  that  is  one  of  the  major  factors  in  the 
Clinton  plan.  What  we  have  had  to  tailor,  we  find,  is  not  so  much 
the  eligibility  and  the  process  of  entry,  but  the  actual  services,  and 
that  services  that  were  designed  for  older  people  need  to  be  either 
redesigned,  or  we  need  to  develop  service  alternatives  for  younger 
adults  who  are  at  a  different  stage  in  life  and  have  different  kinds 
of  needs. 

In  terms  of  children,  I  think  that  quite  possibly,  it  would  be  ap- 
propriate to  have  another  point  of  entry  for  children. 
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Senator  MncuLSKl.  Did  anyone  else  wish  to  comment? 

Mr.  Sharma.  Yes,  Senator.  I  would  like  to  say  that  on  our  study 
of  measure  of  quality  and  quality  assurance,  we  found  one  of  the 
major  problems  was  that  there  is  so  much  redundancy  among  pro- 
grams, and  it  is  extremely  difficult  for  people  to  know  where  to  go 
and  who  is  doing  what.  And  similarly,  while  we  were  looking  at  the 
issue  of  quality  assurance  and  quality  mechanisms,  we  also  looked 
at  the  issue  of  assessment.  They  vary  from  program  to  program, 
and  it  is  extremely  difficult  for  applicants  to  know,  when  person  is 
saying  I  am  eligible,  but  with  this  assessment,  I  am  not  eligible. 
So  a  single  point  of  entry  could  eliminate  some  of  these  difficmties. 

I  would  also  like  to  draw  your  attention  to  a  study  that  we  very 
recently  released — and  I  would  like  to  submit  it  to  you  for  your  re- 
view and  for  the  record — titled,  "Medicare  Part  B:  Inconsistent  De- 
nial Rates  for  Medical  Necessity  Across  Six  Carriers."  As  you  know, 
Medicare  is  a  national  program,  and  everybody  thinks  everybody  is 
eligible  for  everything  else.  But  it  is  indeed  being  administered  by 
34  carriers  who  determine  their  own  criteria  for  medical  necessity, 
and  we  found  wide  variations  across  these  carriers.  And  if  you  just 
take  a  look  at  this  chart,  vou  can  see  that  for  the  same  service, 
some  people  approve  everytning,  other  carriers  are  denying. 

Senator  Mikulski.  I  know.  That  is  why  I  am  the  single  point  of 
entry  for  a  lot  of  people. 

Mr.  Sharma.  I  would  like  to  submit  it  for  the  record. 

Senator  MncuLSKl.  Absolutely,  and  we  thank  you  for  it. 

[The  GAO  study  appears  at  the  end  of  the  hearing  record.] 

Senator  Mikulski.  This,  then,  brings  up  another  issue,  because 
it  seems  that  right  now,  a  lot  of  the  assessment  is  really  eligibility 
assessment  based  on  the  program  as  compared  to  assessment  based 
on  function.  It  has  been  a  financial  eligibility  determination  rather 
than  a  functional  assessment. 

But  I  want  to  go  to  this  other  single  point  of  entry  issue,  because 
people  will  come  from  different  paths — I  gave  an  example  of  dis- 
charge planning  that  was  not  the  best,  but  in  many  communities, 
and  in  my  own  community,  the  discharge  planning  is  absolutely  su- 
perb, particularly  from  an  acute  care  facility  where  the  person  is 
not  going  into  a  nursing  home;  they  are  going  home,  and  they  are 
going  to  need  the  VNA  to  come  in,  and  perhaps  some  other  services 
related  to  physical  therapy.  The  plan  is  done,  the  discharge  plan- 
ning is  done;  the  family  is  involved,  and  there  has  been  an  assess- 
ment of  the  family,  if  not  an  actual  visit,  a  conversation  with  either 
the  individual  or,  if  thev  are  too  sick,  with  the  family,  about  stairs 
and  all  of  those  kinds  of  issues. 

That  is  one  point  of  entry,  really,  into  the  network.  And  then 
there  is  the  other,  a  very  sophisticated  geriatric  evaluation  like  we 
had  for  my  father  for  the  Alzheimer's  situation.  But  you  see,  we 
came  as  a  family  to  this  program  run  by  Hopkins,  which  we  knew 
was  so  outstanding,  exactly  to  get  an  assessment  and  to  move  on 
from  there. 

So  would  that,  then,  belie  the  concept  of  a  single  point  of  entry, 
or  how,  given  these  various  paths  or  gateways  into  the  long-term 
care  provider  network,  would  those  different  pathways  take  you  to 
a  single  point  of  entry? 
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Ms.  Kane.  Senator,  I  think  that  the  single  point  of  entry  notion 
is  still  valid  as  a  single  point  of  entn^  to  community-based  long- 
term  care  services,  and  I  agree  with  the  other  speakers  on  that.  I 
think  that  there  probably  need  to  be  some  targeted  types  of  assess- 
ment for  different  sub-populations  even  within  the  comprehensive 
assessment  that  case  managers  do.  And  I  think  in  many  instances, 
they  go  way  beyond  eligibility  assessment  in  order  to  try  to  assess 
actual  needs  and  tiien  work  with  the  clients. 

One  argument  in  favor  of  the  single  point  of  entry  is  so  that  it 
could  become  well-known,  well-known  among  consumers,  their  fam- 
ihes,  and  potential  referrers  such  as  hospital  personnel  and  person- 
nel in  senior  centers  and  Area  Agencies  on  Aging  and  the  disability 
community,  that  this  is  the  number,  this  is  the  way  that  you  get 
into  the  network  in  your  local  community. 

I  think  that  the  geriatric  assessment  xmits  are  extremely  impor- 
tant. I  do  not  think  that  everybody  needs  a  full  blown  geriatric  as- 
sessment, but  I  do  not  think  there  is  enough  capacity  in  this  coun- 
try yet  for  that  kind  of  specialized  assessment,  and  probably  not  a 
good  enough  payment  system  for  it. 

The  geriatric  assessment  and  management  that  I  am  familiar 
with  includes  a  short-term  treatment  as  well  as  the  assessment.  So 
often,  there  is  an  effort  to  try  out  medications,  reduce  most,  add 
some,  see  if  you  can  get  people  stabilized  and  better  functioning, 
and  then  they,  too,  need  to  know  where  to  turn  next  for  ongoing 
care  when  necessary. 

Senator  Mikulski.  Well,  Dr.  Kane,  let  me  pick  up  on  that.  In 
your  earlier  testimony,  you  seemed  to  draw  a  distinction  between 
geriatric  assessment  and  a  more  comprehensive  geriatric  evalua- 
tion. The  terms  are  often  used  interchangeably.  Could  you  flesh  out 
what  are  the  distinctions  you  draw  between  those  two?  And  I  be- 
lieve GAO  also  makes  two  distinctions. 

Ms.  Kane.  Well,  the  term  "geriatric  assessment  unit"— because 
often,  it  was  an  inpatient  unit,  although  now  it  is  done  in  an  out- 
patient unit^-kind  of  emerged  in  the  late  seventies  and  eighties, 
and  then  more  recently,  it  has  been  called  "geriatric  evaluation  and 
management  unit,"  or  GEMs.  Those  terms,  I  think,  could  be  used 
interchangeably,  and  they  refer  to  a  health -oriented  team,  medical 
sub  specialties  as  needed.  I  tend  not  to  use  the  term  "geriatric  as- 
sessment" for  the  comprehensive  assessment  done  by  case  man- 
agers, and  I  think  that  the  GAO  has  used  the  term  "geriatric"  for 
that  kind  of  case  manager  assessment. 

Senator  Mikulski.  But  the  assessment  is  the  one  where  it  is 
pretty  much  along  the  lines  tfiat  Ms.  Amerman  outlined,  which  is 
the  pulling  together  of  other  information  and  so  on,  and  the  evalua- 
tion is  really  where  the  person  and/or  his  or  her  family  go  for  the 
medical,  social,  sometimes  psychological,  sometimes 
neurological 

Ms.  Kane.  The  whole  9  yards,  yes,  either  by  making  repeated  vis- 
its on  an  outpatient  basis,  or  sometimes  they  are  in  hospitals. 
Sometimes  it  is  when  people  are  ready  to  be  discharged  from  an 
acute  hospital  and  cannot  really  go  home.  These  geriatric  evalua- 
tion units  have  been  extremely  effective  in  identifying  other  prob- 
lems that  have  not  been  identified  in  the  medical  or  surgical  ward, 
improving  ftinctioning,  and  getting  people  on  a  different  trajectory 
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for  going  back  into  the  community  instead  of  going  to  a  nursing 
home. 

Senator  Mikulski.  Ms.  Amerman,  you  were  tapping  your  finger. 
Did  you  want  to  comment? 

Ms.  Amerman.  I  was  just  going  to  say  that  in  terms  of  the  paths 
you  were  talking  about,  the  relationship  between  the  generic  as- 
sessment done  by  the  Area  Agency  or  the  community-based  long- 
term  care  program  and  the  geriatric  evaluation  unit,  that  often  the 
geriatric  evaluation  unit  person  might  come  through  that  route  to 
the  Area  Agency  or,  as  I  mentioned,  when  we  do  our 
multidimensional  assessment,  there  might  be  flags  that  would 
point  toward  a  need  for  a  more  in-depth  geriatric  evaluation,  and 
we  would  refer  a  person  for  that. 

Senator  MncuLSKl.  Thank  you. 

There  are  many  other  questions  that  we  could  ask  you,  but  we 
are  going  to  look  forward  to  the  complete  report  that  GAO  has 
done.  And  I  must  say — and  I  will  repeat  myself — ^that  this  sub- 
committee, and  I  know  Senator  Moynihan,  have  really  turned  to 
GAO  for  a  lot  of  the  studies  needed  to  be  able  to  give  us  guiding 
principles  while  working  on  the  legislation,  and  we  thank  you  for 
that. 

Mr.  Chan.  Thank  you. 

Senator  Mikulski.  For  our  colleagues  in  the  delivery  of  services, 
we  want  to  thank  you  for  your  excellent  testimony.  We  know  why 
you  are  so  well-regarded  in  your  own  communities  and  why  your 
national  associations  chose  you  to  speak. 

We  look  forward  to  further  conversations  with  you,  and  again,  we 
really  do  want  to  thank  you  and  your  organizations  for  all  that  you 
are  doing  in  the  community.  We  know  you  have  waited  a  long  time 
even  for  us  to  be  able  to  discuss  a  program  like  this.  So  thank  you 
very  much. 

Senator  Mikulski.  Now  we  are  going  to  turn  to  our  third  panel, 
which  is  going  to  concentrate  on  national  and  other  models  for 
home  and  community-based  long-term  care. 

We  call  Mr.  Robert  Wardwell,  Ms.  Lisa  Brakebill,  and  Ms.  Jennie 
Chin  Hansen. 

A  very  cordial  welcome  to  all  of  you,  and  we  look  forward  to 
hearing  your  testimony,  knowing  that  you  represent  the  models 
and  the  progframs  and  demonstrations  programs  for  actual  delivery. 

We  are  going  to  turn  first  to  you,  Mr.  Wardwell.  You  are  the  act- 
ing deputy  director  of  Medicaid  policy  over  at  HCFA.  Ill  bet  you 
know  those  waiver  persons  I  have  been  talking  about. 

Then  we  will  turn  to  you,  Ms.  Brakebill,  and  to  you,  Ms.  Chin 
Hansen. 

Mr.  Wardwell — are  you  the  "waiver  guy*? 
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STATEMENTS  OF  ROBERT  WARDWELL,  ACTING  DEPUTY  DI- 
RECTOR OF  MEDICAID  POLICY,  MEDICAID  BUREAU,  HEALTH 
CARE  FINANCING  ADMINISTRATION,  U.S.  DEPARTMENT  OF 
HEALTH  AND  HUMAN  SERVICES,  WASHINGTON,  DC;  USA 
BRAKEBILL,  COORDINATOR  FOR  RESPITE  CARE,  MD-CARE, 
BALTIMORE,  MD;  AND  JENNIE  CHIN  HANSEN,  EXECUTIVE  DI- 
RECTOR, ON  LOK  SENIOR  HEALTH  SERVICES,  SAN  FRAN- 
CISCO, CA 

Mr.  Wardwell.  Well,  I  was  going  to  say  although  I  am  not  the 
waiver  lady,  I  am  one  of  several  waiver  persons,  and  we  do  have 
two  waiver  persons  who  have  been  connected  with  this  program 
since  1981  continuously. 

Senator  Muculski.  Very  good.  Well,  why  don't  you  just  go  ahead 
with  your  testimony? 

Mr.  Wardwell.  I  am  pleased  to  appear  before  the  Senate  Labor 
and  Human  Resources  Subcommittee  today  to  share  with  you  some 
of  the  Health  Care  Financing  Administration's  major  initiatives  to 
improve  the  existing  program  of  home  and  community -based  waiv- 
ers and  to  talk  about  the  lessons  we  have  learned  from  our  exten- 
sive experience  with  program  and  research  waivers. 

The  growth  of  Medicaid's  commitment  to  home  and  community- 
based  services  can  be  traced  to  the  early  1980's.  In  the  early  years 
of  Medicaid's  involvement  with  long-term  care,  the  program  had  a 
strong  institutional  orientation.  A  number  of  studies  at  that  time 
documented  that  at  least  one-third  of  those  people  living  in  Medic- 
aid-ftinded  nursing  facilities  were  capable  of  living  in  home  or  com- 
munity settings. 

In  response  to  the  need  for  expanded  home  and  community-based 
services,  Congress  enacted  the  Home  and  Community-Based  Serv- 
ices Waiver  Program  in  1981.  Under  this  law,  States  can  apply  to 
the  Secretary  of  Health  and  Human  Services  for  a  program  waiver. 

Waivers,  if  granted,  allow  States  to  furnish  a  wide  range  of  inno- 
vative services,  using  appropriate  quality  oversight  processes  and 
operating  procedures.  Programs  are  tailored  to  unique  situations  of 
the  States,  as  well  as  the  populations  served.  The  program  allows 
States  to  request  modifications  to  their  programs  over  time,  based 
on  their  experience  and  changing  conditions.  The  program's  dy- 
namic nature  has  allowed  States  to  develop  expertise  and  individ- 
uality in  providing  high-quality,  consumer-responsive  services. 

To  be  granted  a  waiver,  a  State  must  demonstrate  that  waiver 
services  are  necessary  to  avoid  institutionalization  of  program  par- 
ticipants. The  State  must  also  document  that  safeguards  exist  to 
protect  the  health  and  welfare  of  recipients. 

Waivers  may  be  targeted  generally  toward  groups  such  as  the 
aged,  disabled,  mentally  retarded,  developmentally  disabled.  They 
may  also  be  targeted  specifically  to  persons  with  specific  disease  or 
conditions  such  as  AIDS,  traumatic  brain  injury,  technology-de- 
pendent children. 

The  State  may  include  in  a  home  and  community-based  services 
program  a  wide  variety  of  services  such  as  case  management, 
nomemaker/home  health  aide,  personal  care,  adult  day  care,  habili- 
tation  and  respite  care. 

In  addition  to  these  services  which  were  envisioned  in  the  origi- 
nal statute,  States  have  proposed  additional  services  which  we 
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have  approved,  such  as  personal  emergency  response  alarms,  home 
adaptations,  and  chore  services. 

At  present,  49  States  are  operating  194  approved  programs,  and 
in  fiscal  year  1992,  Medicaid  served  an  estimated  200,000  recipi- 
ents in  these  programs.  Currently,  HCFA  has  116  active  approved 
waivers  serving  t3ie  aged  and/or  physically  disabled.  Most  provide 
multiple  services.  These  programs  include  81  providing  case  man- 
agement, 74  providing  respite  care,  59  providing  homemaker/home 
health  aide  care,  and  54  providing  personal  care. 

HCFA  and  HHS  are  in  the  process  of  finalizing  a  rule  that  will 
amend  the  Medicaid  regulations  for  home  and  community-based 
waivers  to  improve  and  streamline  the  process.  This  rule  will  incor- 
porate corrective  actions  outlined  by  the  President  and  rec- 
ommendations of  the  National  Governors'  Association.  During  the 
last  year,  HCFA  and  NGA  have  had  extensive  discussions  on  ways 
to  improve  the  waiver  process. 

In  addition  to  the  regulatory  changes  being  planned,  other 
changes  HCFA  has  and  will  make  as  a  result  of  these  discussions 
include  commitment  to  earlier  and  closer  technical  assistance  to 
States  as  they  develop  waiver  programs;  the  development  of  several 
prototype  waivers  which  other  States  can  adopt,  rather  than 
reinventing  a  similar  program  on  their  own,  proN-iding  the  addi- 
tional benefit  of  such  applications  being  approved  speedily  upon  re- 
ceipt; the  refinement  of  streamlined  waiver  application  and  re- 
newal formats  to  provide  g^dance  to  States  and  avoid  unnecessary 
errors  and  delays. 

One  of  the  most  important  lessons  HCFA  has  learned  is  that  in 
community-based  programs,  we  cannot  rely  on  the  mechanisms  as- 
sociated with  institutional  care,  such  as  facility  survey  and  inspec- 
tion, to  effectively  provide  us  with  the  information  we  need  to  make 
sure  quality  services  are  being  rendered. 

We  are  also  recognizing  that  customers  can  play  a  major  role  in 
evaluating  the  performance  of  their  providers.  Case  managers,  as 
the  only  providers  whose  responsibility  cuts  across  all  aspects  of  a 
person's  care,  can  play  a  critical  role  in  both  assuring  that  cus- 
tomer needs  are  identified  and  that  these  needs  are  being  met  in 
a  satisfactory  manner. 

Another  important  lesson  community  care  has  demonstrated  is 
that  many  of  the  long-term  care  needs  which  cause  persons  to  seek 
care  in  the  medical  system  are  more  social  than  medical.  It  is  more 
effective  and  economical  to  meet  these  needs  directly  rather  than 
medicalize  them  into  a  problem  that  must  be  addressed  in  the  tra- 
ditional health  care  system. 

Recognizing  the  very  real  need  for  developing  new  and  improved 
ways  to  provide  community  care,  the  Department  is  currently  in- 
volved in  several  studies  and  demonstrations  to  reach  these  goals. 
These  include  the  program  of  all-inclusive  care  for  the  elderly, 
PACE  demonstration — this  demonstration  project  is  a  replication  of 
the  model  of  managed  care  developed  by  On  Lok,  Incorporated;  the 
social  health  maintenance  organization  demonstration — this  project 
provides  a  package  of  acute  and  postacute  long-term  care  services 
to  an  enrolled  population. 
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HCFA's  Office  of  Research  and  Demonstration  is  working  with 
several  States  to  develop  programs  to  integrate  home  and  commu- 
nity-based care  into  a  broader  package  of  benefits. 

While  we  have  made  considerable  progress  in  our  collaborative 
efforts  with  States  to  improve  the  administration  of  the  Medicaid 
program,  let  me  say  that  we  believe  that  the  President's  Health  Se- 
curity Act  provides  the  best  vehicle  for  addressing  the  legislative 
concerns  relating  to  the  Medicaid  home  and  community-based  care 
program.  The  Health  Security  Act  significantly  expands  home  and 
community-based  services  for  individuals  with  severe  disabilities, 
and  the  progn^am  will  be  a  true  Federal-State  partnership. 

In  conclusion,  over  the  last  decade,  Medicaid  has  consistently 
moved  away  from  the  institutional  orientation  that  was  inherent  in 
the  initial  legislative  authorities  for  long-term  care.  We  welcome 
and  encourage  States  to  experiment  and  demonstrate  the  effective- 
ness of  alternatives  to  institutional  care  through  waiver  programs 
and  through  innovative  use  of  Medicaid  State  plan  coverage  au- 
thorities. 

Senator  Mikulski.  Well,  thank  you,  and  thank  you  very  much 
for  summarizing  the  Medicaid  program  at  HCFA  and  also  your 
findings  to  date.  We  will  come  back  for  some  questions. 

[The  prepared  statement  of  Mr.  Wardwell  follows:] 

Prepared  Statement  of  Robert  Wardwell 

Ms.  Chairman  and  Members  of  the  Subcommittee: 

I  am  pleased  to  appear  before  the  Senate  Labor  and  Human  Resources  Sub- 
committee today  to  share  with  you  some  of  the  Health  Care  Financing  Administra- 
tion's major  imtiatives  to  improve  the  existing  program  of  home  and  community- 
based  waivers,  and  to  talk  aoout  the  lessons  we  have  learned  from  our  extensive 
experience  with  program  and  research  waivers. 

On  Monday,  Hedth  and  Human  Services  Deputy  Assistant  Secretary,  Robyn 
Stone  and  Assistant  Secretary  for  Aging,  Fernando  Torres-Gil  testified  before  your 
Subcommittee  on  the  Administration's  proposal  for  health  care  reform  and  long- 
term  care  reform. 

The  Health  Care  Financing  Administration  has  long  been  involved  in  programs 
which  have  helped  provide  long-term  care  for  many  of  our  elderly  and  disabled  pop- 
ulations. 

BACKGROUND 

The  growth  of  Medicaid's  commitment  to  home  and  community-based  services  can 
be  traced  to  the  early  1980's.  In  the  early  years  of  Medicaid's  involvement  with  long- 
term  care,  the  program  had  a  strong  institutional  orientation.  A  disproportionate 
percentage  of  Medicaid's  resources  was  being  absorbed  in  institutional  longterm 
care. 

A  number  of  studies  documented  that  at  least  one-third  of  those  living  in  Medic- 
aid-funded  nursing  facilities  were  capable  of  living  in  home  or  community  settings 
if  additional  community-based  options  were  provided  for  them. 

THE  MEDICAID  HOME  AND  COMMUNITY  BASED  WAIVER  PROGRAM 

In  response  to  the  need  for  expanded  home  and  community-based  services.  Con- 
gress enacted  the  Home  and  Community-Based  Services  Waiver  Program  in  1981. 
Under  this  law.  States  can  apply  to.  the  Secretary  of  Health  and  Human  Services 
for  a  program  waiver  which  is  approved  for  three  years  and  can  be  renewed  for  five- 
year  periods. 

Waivers,  if  panted,  allow  States  to  furnish  a  wide  range  of  innovative  services, 
using  appropriate  quality  oversight  processes  and  operating  procedures.  Programs 
are  tailored  to  unique  situations  of  the  States  as  well  as  the  populations  servea.  The 
program  allows  States  to  request  modifications  to  their  programs  over  time,  based 
on  their  experience  and  changing  conditions.  The  worst  mistake  we  could  make  in 
developing  programs  of  this  type  is  a  "one  size  fits  all"  approach  in  which  we  decide 
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the  one  best  way  to  do  oommumty  care,  freeze  it  in  time  and  impose  it  on  the  States 
with  rigid  Federal  monitoring.  The  program's  dynamic  nature  has  allowed  States  to 
develop  expertise  and  individuality  in  providing  high-quality,  consumer-responsive 
services. 

To  be  granted  a  waiver,  a  State  must  demonstrate  that  waiver  services  are  nec- 
essary to  avoid  institutionalization  of  program  participants  and  that  they  are  exclu- 
sively targeted  to  persons  who  would  otherwise  be  institutionalized  at  higher  cost 
to  Nledicaid.  The  State  also  must  document  that  safeguards  exist  to  protect  the 
health  and  welfare  of  recipients. 

Waivers  may  be  tai^eted  generally  towardsgroups  such  as  the  aged,  disabled,  or 
mentally  retarded/developmentally  disabled.  Tne^  may  also  be  targeted  speciiically 
to  serve  persons  with  specific  diseases  or  conditions,  such  as  AIDS,  and  traumatic 
brain  injury. 

The  State  may  include  in  a  home  and  community-based  services  program  a  wide 
variety  of  services  such  as  case  management,  homemaker/home  health  services,  per- 
sonal care,  adult  day  care,  habilitation,  and  respite  care. 

The  home  and  community-based  services  program  also  permits  a  State  to  treat 
those  served  in  a  community-based  waiver  program  as  if  thev  were  institutionalized 
for  purposes  of  determining  financial  eligibility  for  Medicaid.  Such  individuals  also 
are  allowed  to  keep  more  income  to  pay  for  living  expenses  in  the  community. 

In  the  13  years  since  1981,  HCFA  has  processed  and  approved  hundreds  of  State 
requests  for  home  and  community-based  waivers.  At  present,  49  states  are  operat- 
ing 194  approved  programs  under  waivers.  (Arizona,  the  fiftieth  State,  provides 
similar  services  unaer  the  authority  of  a  demonstration  waiver  rather  than  our  pro- 
-am waivers.)  In  fiscal  year  1992,  Medicaid  served  an  estimated  200,000  recipients 
in  home  and  community-^sed  waiver  programs. 

Currently,  HCFA  has  116  active,  approved  waivers  serving  persons  who  are  aged 
and/or  physically  disabled.  Most  provide  multiple  services  targeted  to  a  subset  of  the 
Medicaid  population.  The  116  waivers  include  81  programs  providing  case  manage- 
ment, 74  providing  respite  care,  59  providing  homemaiier/home  health  aide  care,  54 
providing  personal  care,  46  providing  home  modifications,  29  providing  transpor- 
tation, 24  providing  emergency  response  alarm  systems,  and  97  providing  assorted 
additional  services  ranging  fiiom  home  delivered  meals  to  adult  day  care. 

We  have  found  in  processing  waiver  requests  that  they  are  usually  the  product 
of  a  collaborative  effort  between  State  agencies  responsible  for  Medicaid  amd  a  vari- 
ety of  State  agencies  concerned  with  such  populations  as  people  with  AIDS,  and  the 
aged,  children,  and  people  with  physical  or  developmental  disabilities.  To  the  degree 
that  collaboration  among  State  agencies  is  effective,  both  the  approval  process  and 
program  implementation  have  been  expedited. 

RECENT  CHANGES 

HCFA  and  HHS  are  in  the  process  of  finalizing  a  rule  that  will  amend  the  Medic- 
aid regulations  for  home  and  community-based  waivers  to  improve  and  streamline 
the  process.  This  rule  will  incorporate  corrective  actions  outlined  by  the  President 
and  recommendations  of  the  National  Governors  Association.  During  the  last  year, 
HCFA  and  NGA  have  had  extensive  discussions  on  ways  to  improve  the  waiver 
process. 

Changes  HCFA  will  make  as  a  result  of  the  HCFA-NGA  discussions  include: 

— commitment  to  earlier  and  closer  technical  assistance  to  States  as  they  develop 
waiver  programs; 

— ^the  development  of  several  "prototype*  waivers  which  other  States  can  adopt 
rather  than  reinventing  a  similar  program  of  their  own,  providing  the  additional 
benefit  of  such  applications  being  approved  speedily  upon  receipt; 

— ^the  refinement  of  streamlined  waiver  application  and  renewal  formats  to  pro- 
vide guidance  to  States  and  avoid  unnecessary  errors  and  delays; 

— the  development  of  special  technical  assistance  documents  to  assist  States  in 
identifying  and  considering  the  solutions  other  States  have  adopted  in  response  to 
common  problems;  and 

— working  with  the  American  Public  Welfare  Association  to  establish  a  clearing- 
house for  home  and  community-based  waiver  information. 

WHAT  WE  HAVE  LEARNED 

We  have  learned  maiw  valuable  lessons  from  the  home  and  community-based 
services  program.  One  of  the  most  important  lessons  has  been  that  in  community- 
based  programs  we  cannot  rely  on  mechanisms  associated  with  institutional  care, 
such  as  facility  survey  and  inspection,  to  effectively  provide  us  with  the  information 
we  need  to  make  sure  quality  service  is  being  rendered.  A  person  being  maintained 
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in  his  or  her  home  generally  has  a  number  of  paid  and  unpaid  caregivers  who  come 
and  go  throughout  the  week.  In  this  context,  whom  do  you  survey,  when,  and  what 
do  you  inspect?  Moreover,  issues  of  individual  choice  and  privacy  come  to  bear. 
Many  are  also  recognizing  that  customers  can  play  a  major  role  in  evaluating  the 
performance  of  their  providers.  Case  managers,  as  the  only  providers  whose  respon- 
sibility cuts  across  all  the  aspects  of  a  person's  care,  can  play  a  critictd  role  in  both 
assuring  that  customer  needs  are  identified,  and  that  these  needs  are  being  met  in 
a  satisfactory  manner,  although  a  case  manager  is  not  necessary  for  every  person. 
Another  important  lesson  community  care  has  demonstrated  is  that  many  of  the 
long-term  care  needs  which  cause  persons  to  seek  care  in  the  medical  system  are 
more  social  than  medical.  It  is  more  effective  and  economical  to  meet  these  needs 
directly  than  to  "medicsJize"  them  into  a  problem  that  must  be  addressed  by  the 
traditional  health  care  system.  For  example,  we  can  match  two  frail  elderly  women 
in  every  respect  with  regard  to  their  medical  conditions,  yet  one  will  seek  nursing 
home  placement  while  uie  other  remains  at  home.  A  key  difference  may  be  the 
amount  of  informal  or  family  support  available  to  help  the  person  stay  at  home. 

OTHER  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES  DEMONSTRATION  PROGRAMS 

Recognizing  the  very  real  need  for  developing  new  and  improved  ways  to  provide 
community  care,  the  Department  is  currently  mvolved  in  several  studies  and  dem- 
onstrations to  reach  these  goals.  These  include: 

— The  Program  of  All-inclusive  Care  for  the  Elderly  (PACE)  demonstration.  This 
demonstration  project  is  a  replication  of  a  model  of  managed  care  developed  by  On 
Lok,  Inc.,  which  includes  acute  and  long-term  care  services  for  very  frau,  commu- 
nity-dwelling elderly. 

— 'nie  Social/Health  Maintenance  Organization  (S/HMO)  demonstration.  This 
project  provides  a  package  of  acute  and  post-acute  long-term  care  services  to  an  en- 
rolled population.  The  additional  benefits  encompass  such  services  as:  outpatient 
drugs,  expanded  nursing  home  care,  and  expanded  home  care. 

— 5lCFA'8  Office  of  Research  and  Demonstration  is  working  with  several  States 
to  develop  programs  to  integrate  home  and  community-based  care  into  a  broader 
package  of  benefits  that  include  acute  care  services  under  a  program  of  managed 
care  for  several  segments  of  the  Medicaid  population. 

— The  Department  is  conducting  a  study  to  examine  the  effects  of  regulation  and 
licensure  status  on  the  quality  oi  care  for  residents  of  board  and  care  homes.  The 
study  will  examine  386  licensed  and  126  unlicensed  board  and  care  homes  across 
10  states  to  determine:  the  nature  of  the  residents  in  these  homes;  how  care  is  pro- 
vided to  these  residents;  the  ability  and  adequacy  of  staff;  the  physical  environment 
of  the  home;  and  the  overall  quality  of  care  and  quality  of  life  in  these  homes. 

— HCFA  is  funding  a  study  that  is  collecting  and  analyzing  data  on  the  character- 
istics of  community-based  care  systems  in  50  States. 


HCBS  AND  THE  HEALTH  SECURITY  ACT 
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While  we  have  made  considerable  progress  in  our  collaborative  efforts  with  the 
States  to  improve  the  administration  of  tne  Medicaid  program,  let  me  say  that  we 
believe  that  the  President's  Health  Security  Act  provides  the  best  vehicle  for  ad- 
dressing the  legislative  concerns  relating  to  the  Medicaid  home  and  community- 
based  c«u-e.  The  HSA  significantly  expands  home  and  community-based  services  for 
individuals  with  severe  disabilities;  and  the  new  program  will  be  a  true  Federal/ 
State  partnership.  It  builds  on  today's  best  practices  in  community -based  services 
with  a  great  deal  of  State  flexibility  to  ensure  that  the  programs  are  locally  tailored 
and  consumer  responsive.  The  quality  assurance  mechanisms  are  modeled  on  what  j 
we  have  learned  through  our  experience  over  the  past  12  years  with  the  home  and  ! 
community -based    services    program.    The    new    program    will    complement    other  \ 
sources  of  financing  for  home  and  community-based  services.  For  example,  it  does  • 
not  reimburse  for  services  covered  under  the  nationally  guaranteed  benefit  package  ; 
or  Medicare.  The  HSA  will  further  streamline  the  process  and  move  the  Federal/  i 
State  longterm  care  programs  cost-effectively  into  the  future. 

CONCLUSION  i 

In  conclusion,  over  the  last  decade,  Medicaid  has  been  consistently  moving  away 
from  the  institutional  orientation  that  was  inherent  in  the  initial  legislative  authori- 
ties for  long-term  care.  In  partnership  with  the  States,  HCFA  has  undertaken  and 
continues  to  explore  new  ways  to  provide  long-term  supports  to  persons  who  require  | 
them  to  maintain  themselves  in  tneir  home  and  communities.  We  welcome  ana  en-  j 
courage  States  to  experiment  and  demonstrate  the  effectiveness  of  alternatives  to 
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institutional  care  through  waiver  programs  and  through  innovative  use  of  Medicaid 
State  plan  coverage  authorities. 

I  would  be  pleased  to  respond  to  any  questions  you  may  have. 

Senator  MncuLSKi.  We  would  now  like  to  turn  to  Ms.  Lisa 
Brakebill,  who  is  the  coordinator  of  a  respite  care  program  in 
Maryland,  and  I  believe  is  serving  Western  Maryland,  where  often 
it  is  difficult  to  get  to  services. 

Ms.  Brakebill.  Actually,  I  am  from  Baltimore  City,  but  it  does 
serve  Western  Maryland. 

Senator  Mikulski.  I  see.  Thank  you. 

Ms.  Brakebill.  My  name  is  Lisa  Brakebill,  and  I  am  a  social 
worker  representing  the  Alzheimer's  Association.  I  function  as  a 
respite  care  coordinator  in  Baltimore  City  for  the  Maiyland 
Caregiver's  Assistance,  Respite  and  Education  Project,  MD-CTARE. 

The  purpose  of  this  testimony  is  to  describe  the  MD-CARE  pro- 
gram. What  we  have  learned  from  this  project  may  possibly  be  rep- 
licated in  a  long-term  care  component  of  health  care  reform. 

In  the  fall  of  1992,  the  Maryland  State  Department  of  Human 
Resources,  in  cooperation  with  the  three  Alzheimer's  Association 
chapters  in  the  State,  received  funding  from  the  Health  Resources 
and  Services  Administration,  HRSA,  to  establish  MD-CARE.  The 
project  builds  upon  the  existing  functionally  disabled  respite  care 
program  which  was  established  in  1988. 

MD-CARE  specifically  targets  the  underserved  rural  and/or  Afri- 
can American  families  caring  for  someone  with  Alzheimer's  disease 
or  a  related  disorder,  ADRD,  in  Baltimore  City,  Western  Maryland, 
Eastern  Shore,  and  Southern  Maryland. 

The  MD-CARE  project  has  attempted  to  fill  in  gaps  in  the  exist- 
ing program  by  adding  a  comprehensive  program  of  services,  edu- 
cation and  outreach. 

Services.  Respite  care  support  seeks  to  foster  the  caregiving  ca- 
pabilities of  the  family  by  offering  temporary  relief.  The  respite 
program  of  Baltimore  City  is  a  financial  reimbursement  program 
which  enables  eligible  families  to  purchase  a  maximum  of  164 
hours  per  year  of  respite  care.  Families  have  the  option  of  using 
these  funds  for  in-home  help,  adult  day  care,  or  a  short-term  stay 
at  a  nursing  or  respite  facility. 

Families  arrange  for  the  respite  service  of  their  choice.  Reim- 
bursement is  made  out  for  the  amount  of  hours  approved  and  proof 
that  services  have  been  received  as  submitted. 

Because  this  is  a  demonstration  project,  the  number  of  hours  and 
number  of  families  serve  decrease  each  year  of  the  gf ant.  Bv  offer- 
ing training  to  respite  care  workers  selected  by  families,  and  devel- 
oping advisory  councils  represented  by  local  referral  agencies,  the 
MD-CARE  project  has  worked  to  develop  additional  options  for  res- 
pite care  to  these  families. 

Education  and  outreach.  The  education  component  of  the  project 
promotes  an  understanding  of  respite  services,  removes  stigma, 
plus  involves  the  local  community  in  program  planning,  develop- 
ment and  promotion.  The  outreach  piece  was  designed  to  increase 
the  familys  ability  to  access  respite  care  services.  Through  edu- 
cational sessions,  support  groups,  user-friendly  materials,  and  pub- 
lic awareness  campaigns,  caregivers  receive  assistance  in  the  care 
of  the  person  with  ADRD. 
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Application  to  long-term  care  needs.  As  the  Subcommittee  on 
Aging  deliberates  on  home  and  community-based  long-term  care, 
please  consider  what  we  have  learned  from  the  HRSA-funded  MD- 

CARE  project.  ,,      ,      ,        i 

Infrastructures  need  for  collaboration.  In  Maryland,  each  region 
has  its  in-home  aide  service  program,  its  geriatric  evaluation  serv- 
ice, its  senior  care  program,  all  administered  through  various  pub- 
lic agencies.  In  this  fragmented  system  of  services,  there  are  pro- 
grams that  work.  Unfortunately,  the  territorial  stakes  overshadow 
the  community's  needs.  Collaboration  was  the  key  in  bringing  to- 
gether many  sections  of  the  community  to  meet  the  needs  of  fami- 
lies in  the  MD-CARE  program. 

Need  for  case  management.  The  MD-CARE  project  could  not 
work  alone.  As  discovered  early  on  in  the  project,  family  caregivers 
and  those  with  ADRD  have  needs  and  issues  beyond  the  program 
parameters.  Case  management  was  a  component  missing  which, 
through  ongoing  collaboration,  could  be  provided  by  local  and  pri- 
vate agencies.  ^  „  .  ,.  . 
Review  of  sliding-scale  eligibility.  In  the  MD-CARE  project,  eligi- 
bility is  based  on  verification  of  cognitive  impairment  and  income 
adjusted  to  family  size  under  150  percent  of  the  State's  median  in- 
come. Long-term  care  services  are  too  expensive  for  most  families. 
A  long-term  care  program  should  have  a  more  inclusive  eligibility 

scale. 

Assessments  and  eligibility  to  include  cognitive  impairment.  A 
functional  assessment  related  to  only  activities  of  daily  living  im- 
pedes a  person  with  ADRD  eligibility.  This  person  may  have  the 
physical  capacity  to  perform  ADLs,  but  not  the  cognitive  capacity. 

Flexibility  in  programming.  Unlike  in  many  other  programs, 
family  caregivers  can  choose  who  will  care  for  tneir  loved  one  and 
what  kind  of  service  best  meets  their  needs.  By  fostering  relation- 
ships between  agencies,  by  adapting  the  program  to  a  family's 
needs,  persons  with  ADRD  have  been  able  to  remain  living  in  the 
community. 

Respite  care — an  alternative  to  nursing  home  placement.  The 
HRSA-funded  MD-CARE  project  has  prevented  and/or  prolonged 
costly  institutional  placement  by  not  only  focusing  on  the  patient, 
but  also  on  the  needs  of  the  family  caregiver.  In  Baltimore  City, 
close  to  $9,000  was  spent  on  respite  for  caregivers  of  persons  with 
ADRD  who  have  since  died  or  gone  to  a  nursing  home.  If  nursing 
home  placement  had  not  been  delayed  or  prevented,  the  cost  would 
have  been  approximately  $140,000. 

There  are  many  statistics  which  support  the  need  for  home  and 
commimiW-based  long-term  care  services  such  as  the  HRSA-funded 
MD-CARE  project.  However,  as  a  caregiver  recently  wrote  and  so 
simply  expressed:  "With  a  heart  full  of  gratitude,  I  thank  you  and 
your  department  for  the  help  you  have  given  us  during  this  time. 
The  hours  of  respite  care  were  an  invaluable  aid  in  caring  for  my 
mother.  I  would  not  have  been  able  to  continue  to  care  for  her  at 
home  if  it  had  not  been  for  your  assistance.  We  thank  you." 

And  Senator  Mikulski,  I  would  like  to  thank  you  publicly  on  be- 
half of  the  Alzheimer's  Association.  You  have  been  a  tremendous 
advocate  for  issues  related  to  Alzheimer's  and  related  disorders, 
and  we  appreciate  your  efforts  to  educate  your  colleagues.  Because 
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of  your  steadfast  support  of  the  HRSA  grant,  each  letter  of  appre- 
ciation and  of  thanks  goes  to  you. 

Senator  Mikulski.  Thank  you,  Ms.  Brakebill,  but  programs  are 
only  as  good  as  the  people  who  implement  them,  and  I  am  abso- 
lutely convinced  of  that.  However,  even  the  best  people  cannot 
make  a  bad  program  work  well;  but  good  people  have  been  so  re- 
sourceful, and  certainly  your  association  has  been.  I  think  this 
shows  that  we  do  not  need  a  cookie-cutter  approach,  which  I  know 
we  will  talk  about. 

[The  prepared  statement  of  Ms.  Brakebill  follows:] 

Prepared  Statement  of  Lisa  Brakebill 

Senator  Mikulski,  Committee  Members,  Guests  of  the  Senate  Subcommittee  on 
Aging,  my  name  is  Lisa  Brtdcebill,  MSW,  LCSW.  I  represent  the  Alzheimer's  Asso- 
ciation. I  am  the  Respite  Care  Coordinator  in  Baltimore  City  for  the  Maryland 
Caregiver's  Assistance,  Respite  and  Education  Proiect  (MD-CARE),  funded  by  the 
Healtn  Resources  and  Services  Administration  (HRSA).  The  purpose  of  this  testi- 
mony today  is  to  describe  the  MD-CARE  project.  What  we've  learned  from  this 
model  may  possibly  be  duplicated  in  a  long  term  care  component  of  health  care  re- 
form. 

Alzheimer's  Disease  (AD)  is  a  progressive  brain  disease  that  results  in  impaired 
memory,  thinking,  and  behavior.  It  eventually  leaves  its  victims  totally  incapable 
of  caring  for  themselves.  The  course  of  AD  can  run  from  3  to  20  or  more  years. 
Twenty-four  hour  supervision  is  eventually  re<|uired  for  the  care  of  persons  with  AD. 
Approximately  70  percent  of  this  care  is  provided  by  familv  caregivers.  Most  of  the 
service  needs  of  these  families  are  not  covered  by  either  Medicare  or  private  insur- 
ance. Over  the  course  of  years,  caregiving  families  can  become  depleted  physically, 
emotionally,  and  fmancially. 

While  Alzheimer's  is  the  most  common  of  the  dementing  disorders,  there  are  sev- 
eral other  related  disorders  which  cause  similar  memory  loss  and  behavior  changes. 
These  dementias  include  multi  infarct  or  vascular,  and  dementia  related  to  Parkin- 
son's, Huntington's,  or  Pick's  disease.  Alzheimer's  disease  and  the  related  disorders 
(ADRD)  all  present  similar  challenges  for  family  caregivers. 

Respite  care  is  support  which  seeks  to  foster  the  caregiving  capabilities  of  the 
family  by  ofTering  temporary  relief.  Respite  may  be  offered  via  in-home  care,  day 
care  or  short  stay  in  a  respite  facility.  Respite  care  provides  a  unique  opportunity 
to  utilize  the  existence  of  family  support  already  in  place  while  enabling  the  person 
with  ADRD  to  in  many  cases  avoid  nursing  home  placement. 

BACKGROUND 

In  1990  Congress  approved  fiinding  for  the  Alzheimer's  Demonstration  Grant  Pro- 
gram designed  to  encourage  states  to  develop  innovative  model  programs  for  persons 
with  dementia.  Fifteen  8tates,including  Maryland,  received  this  funding  from  HRSA. 

With  this  funding,  in  the  fall  of  1992,  the  Maryland  State  Department  of  Human 
Resources  (DHR),  in  cooperation  with  the  three  Alzheimer's  Association  chapters  in 
the  State  established  the  MD-CARE  project.  This  project  was  initiated  to  address 
the  availability,  accessibility,  and  acceptability  of  respite  and  other  services.  The 
project  has  sought  to  overcome  many  of  the  traditional  barriers  which  have  been 
found  to  impede  use  of  respite  such  as:  an  absence  of  services;  a  lack  of  flexibility 
in  options,  prohibitive  costs;  difficulty  in  understanding  what  respite  is  and  how  to 
use  it;  the  availability  and  quality  of  the  workers;  and  cultural  values  which  deter 
individuals  from  the  iormal  service  system. 

To  accomplish  these  goals,  the  project  builds  upon  Maryland's  existing  Function- 
ally Disabled  Respite  Care  program,  established  in  1988.  'The  MD-CARE  project,  ad- 
ministered by  the  three  Alzheimer's  Association  chapters  in  the  State,  has  at- 
tempted to  fiU  in  gaps  in  the  existing  program  by  adding  a  comprehensive  program 
of  services,  education,  and  outreach,  and  evaluation.  In  particular,  it  targets  he  un- 
derserved  rural  and/or  African-American  families  who  are  baring  for  relatives  with 
Alzheimer's  Disease  or  related  disorders  (ADRD)  in  four  regions  of  the  state:  Balti- 
more City,  Western  Maryland,  Eastern  Shore,  and  Southern  Maryland. 

SERVICES 
ResPite  Program 


150 

The  respite  program  established  for  each  area  is  a  financial  reimbursement  pro- 
gram which  enables  eligible  families  to  purchase  up  to  164  hours  per  year  of  respite 
care  up  to  $6.40  per  hour.  Families  have  the  option  of  using  these  funds  for  in- 
home  help,  adult  day  care  or  short  term  stav  at  a  nursing  or  respite  facility.  Fami- 
lies arrange  for  the  respite  service  of  their  choice.  Reimbursement  is  made  after  the 
amount  ofhours  are  approved  and  proof  that  services  have  been  received  is  submit- 
ted.  As  a  demonstration  project  the  number  of  hours  and  number  of  families  served  j 
decreases  each  year  of  the  grant.  ...„,...    v     ^  i. 

Baltimore  City  has  enrolled  75  clients.  Families  were  mitially  hesitant  about  hav- 
ing strangers  in  their  home.  Allowing  families  to  choose  the  source  and  provider  of 
respite  diminished  this  barrier.  Many  families  also  had  difficulty  using  the  program 
because  of  the  cost  of  care  in  the  area.  Linkages  to  other  community  agencies  such 
as  Family  and  Children's  Services  and  Jewish  Family  Services  were  made  which  al- 
lowed  for  direct  billing  and  agreements  by  agencies  to  reduce  the  cost  of  service  to  ( 
match  the  reimbursement  rate.  Linkages  to  other  agencies  were  also  made  for  fami- 
lies who  required  a  more  comprehensive  assessment  of  needs  and  subsequent  assist- 
ance to  meet  those  unmet  needs. 

Thus  far  there  have  been  a  total  of  230  participants  in  all  four  regions.  The  rural 
areas  faced  additional  challenges.  The  existing  providers  of  respite  care  were  reluc- 
tant to  cross  county  lines.  Prior  to  MD-CARE  there  was  little  collaboration  among 
these  service  agencies.  Since  MD-CARE  crossed  those  boundaries,  local  agencies 
have  been  prodded  to  address  the  necessity  to  Pool  resources. 

Research  has  suggested  programs  oflered  through  social  services  are  often  per- 
ceived as  welfare.  Offering  such  a  program  through  the  local  Alzheimer's  Association 
has  worked  to  overcome  that  barrier. 

Recruitment,  Training,  and  Referral  of  Respite  Workers 

The  MD-CARE  project  offers  training  to  workers  selected  by  families  and  to  other 
persons  who  are  interested  in  providing  respite  care.  The  twenty-hour  training  is 
aimed  at  increasing  the  worker^s  knowledge  of  ADRD,  its  impact  on  the  family  and 
the  care  of  the  patient.  Baltimore  City  has  trained  a  total  of  93  respite  workers. 
Western  Maryland  has  trained  20  workers.  Eastern  Shore  35  woricers,  and  Southern 
Maryland  15  workers.  This  training  of  respite  workers  has  helped  to  overcome  oppo- 
sition to  having  strangers  provide  respite  since  families  are  allowed  to  identify  po- 
tential workers.  Recruitment  efforts  geared  to  communities  where  families  reside 
has  helped  overcome  transportation  as  a  barrier  to  using  the  service. 

Increasing  Options  in  Respite  Care 

Advisory  Councils  have  been  set  up  in  each  area.  These  councils  are  represented 
by  predominately  local  referral  agencies.  The  Advisory  Councils  not  only  oversee  the 
progress  of  the  MD-CARE  project  but  are  working  together  to  develop  additional 
respite  options  in  respite  care. 

For  example,  the  Baltimore  City  project  has  established  a  unique  arrangement 
with  Baltimore  City  Health  Department's  Senior  Companion  Program  (SCP)  and 
Family  and  Children's  Services  (FCS),  a  non-profit  agencv.  FCS  agreed  to  serveas 
a  host  site  for  three  senior  companions  dedicated  to  Alzheimer's  clients  only.  The 
Alzheimer's  Association  provided  training  for  these  companions  and  funding  for  two 
slots  form  the  MD-CARE  program.  FCS  and  the  Alzheimer's  Association  have  iden- 
tified up  to  15  families  who  will  benefit  from  200  hours  of  free  respite  care  for  a 
six-month  period.  This  collaborative  effort  has  helped  stretch  limited  respite  dollars 
and  increase  availability  of  trained  workers  for  families. 

Eastern  Shore  Advisory  Council  is  represented  by  all  eight  counties.  Eastern 
Shore  has  secured  respite  openings  in  several  day  cares  and  a  retirement  commu- 
nity. Western  and  Southern  Maryland  have  established  similar  councils  in  everyr 
county  of  their  area.  The  council  for  Calvert  County  has  been  successful  in  persuad- 
ing a  nursing  home  to  donate  one  respite  bed  specifically  for  MD-CARE  participants. 

Support  Groups 

The  MD-CARE  project  has  established  groups  in  each  area  to  provide  ongoing 
support  and  education  for  family  caregivers.  These  groups  offer  an  opportunity  for 
family  caregivers  to  share  their  experiences  and  concerns.  In  addition,  they  are  able 
to  receive  the  emotional  support  they  in  need  in  order  to  cope  with  the  care  of  a 
person  with  ADRD. 

EDUCATION 

The  education  piece  of  the  project  promotes  an  understanding  of  respite  services 
and  removing  stigma  plus  involving  the  local  community  in  program  planning,  de- 
velopment, and  promotion.  All  areas  have  held  educational  programs  targeted  to 
caregivers.Through  these  educational  sessions  caregivers  are  empowered  to  not  only 
access  care  but  learn  strategies  of  coping  with  care  of  their  loved  one.  Educational 
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sessions  have  also  targeted  local  agencies,  churches  and  civic  associations  in  an  ef- 
fort advocate  use  of  respite  and  recruit  for  advisory  councils. 

Baltimore  City  held  an  education  session  addressing  specifically  how  to  utilize 
public  and  private  resources  in  the  community.  Information  was  given  on  the  "real" 
number  to  call  for  a  specific  need  and  how  to  advocate  for  themselves  and  the  ones 
they  care  for.  Western  Maryland  developed  Pathways:  A  Family's  Introduction  to 
Alzheimer's  Disease,  a  day  long  conference  provided  free  of  charge  to  families  of 
newly  diagnosed  patients.  This  conference  has  been  initiated  in  Cumberland  on  a 
quarterly  basis.  Southern  Maryland  has  collaborated  with  local  agencies  to  develop 
a  Resource  and  Research  Ljbraiy  for  caregivers  and  professionals. 

OUTREACH 

The  outreach  part  of  the  project  was  designed  as  an  effort  to  increase  a  families' 
ability  to  access  respite  care  services.  All  re^ons  have  accomplished  this  through 
a  variety  of  channels.  For  example,  the  estabkshment  of  an  "800"  line,  "  user-friend- 
ly" materials,  and  participation  in  local  health  fairs,  churches,  etc.,  has  greatly  en- 
hanced public  awareness  of  the  project.  In-services  to  area  community  centers  and 
involvement  of  area  directors  for  those  agencies  has  led  to  the  development  of  a  re- 
ferral mechanism  for  this  population.  Baltimore  City  has  collaborated  with  Associ- 
ated Catholic  Charities,  a  non-profit  organization,  to  place  trained  respite  workers 
on  their  registry.  In  turn,  the  Alzheimer's  Association  provides  free  in-services  to 
all  workers  on  the  Catholic  Charities  registry. 

EVALUATION 

A  research  component  was  added  to  the  project  that  is  designed  to  collect  specific 
data  on  each  respite  applicant,  including  both  demographic  data  and  standardized 
scales  for  information  on  the  client's  physical,  cognitive,  and  functional  status.  Infor- 
mation is  being  collected  on  the  caregiver's  status  at  the  time  of  application,  as  well 
as  involvement  of  informal  and  formal  supports  and  services.  This  research  compo- 
nent will  measure  effectiveness  and  satisfaction  with  services.  So  far,  the  MD-CARE 
mtyect  has  improved  the  ^ality  of  care  by  providing  training  to  service  providers. 
Through  ongoing  monitormg  and  evaluati  q  the  MD-CARE  project  continues  to 
identify  not  only  service  gaps  but  builds  on  its'  successes. 

APPUCATION  TO  LONG-TERM  CARE  NEEDS 

As  the  Subcommittee  on  Aging  deliberates  on  home  and  community-based-long 
term  care  please  consider  what  we've  learned  from  the  BRSA  funded  MD-CARE 
project: 

Infrastrvctures  Need  for  CoUaboratUm 

In  Maryland  each  region  has  its  In  Home  Aide  Services  (IHAS)  through  the  local 
department  of  social  services,  its  Geriatric  Evaluation  Services  (GES)  through  the 
local  health  department,  its  Senior  Care  program  through  the  local  area  agency  on 
aging,  its  specialized  programs  via  various  non-profit  organizations,  etc.  In  each  of 
these  pockets  of  services  there  are  programs  that  woik.  While  these  programs  are 
instrumental  in  meeting  needs  of  many  persons  wdth  various  disabilities,  the  system 
is  fragmented.  The  programs  are  age  specific,  income  specific,  disease  specific.  The 
territorial  and  political  stakes  oversnadow  the  communities'  needs.  Collaboration  is 
the  key.  The  MD-CARE  project  has  been  tremendously  successful  in  bringing  to- 
gether many  sections  of  each  community  to  collaborate  on  meeting  the  needs  of  fam- 
ilies in  the  program. 

Need  for  Case  Management 

The  MD-CARE  project  could  not  work  alone.  As  discovered  early  on  in  the  pro- 
gram many  family  caregivers  and  those  with  ADRD  had  needs  and  issues  beyond 
tne  program  parameters.  Case  management  was  a  component  missing  which 
through  ongoing  collaborations  could  be  provided  by  the  local  DSS,  AAA,  GES,  or 
other  non-profit  oi*ganizations.  Each  family  caregiver  is  given  not  only  the  education 
but  direct  assistance  with  accessing  these  agencies.  Again,  the  fragmentation  of 
services  alone  creates  the  need  to  assist  the  family  caregiver  and  aulicted  person 
through  the  maze  of  assessments  and  eligibility  criteria. 

Review  of  Sliding-Scale  Eligibility 

In  the  MD-CARE  project  eligibility  is  based  on  verification  of  cognitive  impair- 
ment as  well  as  residence  in  one  of  four  targeted  underserved  areas  of  the  state, 
Western  and  Southern  Maryland,  Eastern  Shore  and  African-American  in  Baltimore 
City.  Although  the  amount  of  reimbursement  subsidy  is  base  on  income  and  house- 
hold, the  project  has  reached  far  beyond  just  the  low-income  families.  A  two  person 
household  would  require  an  a(^sted  income  over  $40,856  to  be  totally  ineligiole  for 
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any  assistance.  Unfortunately  the  family  whose  total  income  is  above  150  percent 
of  the  state's  median— income  receives  nothing.  A  recent  gallup  poll  suggested  that 
nine  out  of  ten  American  adults  accept  their  responsibility  for  caring  for  their  loved 
one  as  long  as  they  could.  Ninety-six  percent  of  the  country  believes  that  even  re- 
sponsible families  need  help. 
Assessments  and  Eligibility  to  Include  Cognitive  Impairment 

Currently  there  is  an  array  of  assessments  used  by  the  local  health  departments, 
departments  of  social  services,  and  area  agencies  on  aging.  In  most  cases  a  person 
with  ADRD  who  has  tried  to  access  these  services  may  go  through  three  different 
assessments  before  being  placed  on  a  waiting  list.  The  needs  are  definitely  greater 
than  the  capacities  of  these  agencies.  Most  often  the  assessments  and  subsequent 
eligibility  is  oased  on  a  person^  functional  limitations  and  are  taken  from  a  medical 
model  of  disability.  Cognitive  impairment  historically  has  not  weighed  heavily  in  de- 
termining who  is  severely  disabled  or  disabled  enough  to  qualify  for  assistance.  A  i 
function^  assessment  related  to  only  activities  of  daUy  living  impedes  a  person  with  ; 
ADRiy  eligibility.  This  person  may  have  the  physical  capacity  to  get  m  the  bathtub 
but  due  to  the  disease  process  will  not  remember  what  to  do  with  a  washcloth.  An 
assessment  based  solely  on  activities  of  daily  living  will  not  weigh  the  memory  im- 
pairment in  determining  eligibility.  .  •       j       • 

A  person  with  ADRD  requires  constant  one  to  one  care  and  supervision  despite 
physical  capabilities.  Sixty-percent  of  the  persons  on  the  State  funded  respite  pro- 
gram for  functionally  disabled  in  Central  Maryland  have  ADRD.  Since  June  1993, 
twenty  percent  of  those  persons  were  placed  in  a  nursing  home  and  twelve  percent 
died  while  waiting  for  respite  care.  The  MD-CARE  project  because  of  its  services 
to  the  cognitively  impaired  bridges  the  gaps  in  programs  these  persons  usually  fall 
through. 

Flexibility  in  Programming 

Flexibility  in  the  MD-CARE  project  has  enabled  each  region  to  adapt  to  the  needs 
of  the  community.  The  program  gives  the  community  a  choice.  Unlike  in  many  other 
programs,  family  caregivers  can  choose  who  will  care  for  their  loved  one  and  what 
kind  of  service  best  meet  their  needs.  The  project  has  created  a  viable  base  of 
trained  workers  from  which  families  can  negotiate  for  cost  of  care. 

The  respite  program  was  designed  as  a  system  of  financial  reimbursements.  When 
recently  a  family  making  12,000  per  year  couldn't  afford  to  pay  the  cost  of  care  out 
of  pocket,  they  weren't  flatly  denied.  An  agreement  with  a  non-profit  agency  was 
negotiated  to  provide  personal  care  assistance  at  the  reimbursement  rate  instead  of 
the  normal  rate  twice  as  high.  By  fostering  this  relationship  between  two  organiza- 
tions, by  adapting  the  program  to  allow  for  direct  billing,  this  person  with  Alz- 
heimer's has  been  able  to  remain  living  in  his  own  home. 

Respite  Care:  An  Alternative  to  Nursing  Home  Placement 

The  HRSA  funded  MD-CARE  project  by  focusing  not  only  on  the  patient,  but  on 
the  needs  of  the  family  caregiver,  has  prevented  and/or  prolonged  costly  institu- 
tional placement.  Taking  care  of  the  family  caregiver  is  as  important  as  taking  care 
of  the  person  with  ADRD.  Respite  has  been  shown  to  be  a  viable  and  cost  effective 
method  of  achieving  the  ultimate  goal  for  someone  afflicted  with  such  a  devastating 
illness  in  the  community. 

Unfortunately,  the  project  is  limited  to  three  years.  Each  area  has  begun  to  estab- 
lish waiting  lists.  ADRD  are  illnesses  that  strip  families  both  emotionally,  phys- 
ically, and  fmancially.  Respite  for  these  caregivers  in  an  ongoing  need  if  nursing 
home  placement  is  to  be  prevented. 

As  you  may  know,  Medical  Assistance  is  the  funding  source  of  last  resort  for  long 
term  care  services.  The  Maryland  Medical  Assistance  budget  in  Fiscal  Year  1993  for 
person  age  sixty-five  and  over  budgeted  close  to  sixty-nine  percent  of  its  funds  for 
nursing  facilities.  Options  in  respite,  such  as  day  care,  personal  care  and  home 
health,  collectively  were  allocated  a  mere  4  percent  of  the  budget.  In  Maryland  the 
cost  of  a  nursing  home  is  approximately  forty-eight  thousand  dollars  a  year.  For  per- 
son's with  Alzheimer's  who  remain  at  home,  the  cost  of  care  averages  eighteen  thou- 
sand dollars  annually,  with  families  covering  the  majority  of  the  expense. 

There  tire  many  statistics  which  support  the  need  for  more  home  and  community 
based  long  term  care  services  such  as  the  BRSA  project.  As  a  caregiver  recently 
wrote  and  so  eloquently  and  simply  expressed: 

"With  a  heart  mil  of*^ gratitude,  I  thank  you  and  your  department  for  the  help  you 
have  given  us  during  this  time.  The  hours  of  respite  care  were  an  invaluable  aid 
in  canng  for  my  mother.  I  would  not  have  been  aole  to  continue  to  care  for  her  at 
home  if  it  had  not  been  for  your  assistance,  we  thank  you. 

Senatx)r  MncULSKl.  Next,  Ms.  Chin  Hansen.  I  think  we  have  been 
reading  about  you  in  the  newspaper,  and  your  program  of  On  Lok. 
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Ms.  Hansen.  We  were  fortunate  enough  to  be  in  the  New  York 
Times. 

Senator  MncuLSKl.  Are  you  a  Robert  Wood  Johnson  program,  or 
is  that  another  one? 

Ms.  Hansen,  We  were  funded  initially,  certainly,  with  the  help 
of  the  Robert  Wood  Johnson  Foundation  and  certainly  with  HCFA 
waivers,  as  was  mentioned  earlier. 

Senator  Mikulski.  Well,  my  two  colleagues.  Senators  Feinstein 
and  Boxer,  send  you  a  most  cordial  hello  and  asked  me  to  pay  very 
close  attention  to  your  testimony,  which  I  intended  to  do  anyway. 
But  I  want  you  to  know  Uiat  tney  expressed  their  warm  regards 
to  you  today. 

Ms.  Hansen.  Thank  you  very  much,  Senator,  and  thank  you  very 
much  for  allowing  us  the  opportunity  to  be  here. 

As  you  know,  1  do  bring  the  perspective  of  a  community-based 
model  of  care  that  integrates  acute  and  long-term  care  into  one  sys- 
tem, with  a  managed  care  approach  and  capitated  financing.  That 
is  what  maJces  this  project  somewhat  different. 

You  hear  the  On  Lok  Project  mentioned  akin  to  PACE,  and 
PACE  is  actually  the  national  replication  to  try  to  demonstrate  this 
project  in  other  programs  around  different  parts  of  the  country. 

For  15  years  in  San  Frtincisco  itself,  we  have  been  able  to  nm 
a  highly  successful  project,  meeting  the  complex  needs  of  nursing 
home  certified  elderfy  who  have  medically  complex  conditions.  Our 
average  age  throughout  all  the  PAC  projects  is  79,  and  in  San 
Francisco,  it  is  82. 

We  have  three  general  concerns  about  some  of  the  long-term  care 
reforms  in  the  healtii  care  proposals.  First,  we  are  concerned  that 
except  for  the  American  Health  Security  Act,  many  of  the  projects 
do  not  adequately  recognize  long-term  care,  and  we  are  concerned 
that  some  of  the  gains  that  we  nave  made  in  community-based  in- 
tegrated care  for  the  past  20  years  might  be  lost. 

Second,  we  also  feel  that  given  the  current  provisions  of  the 
American  Health  Security  Act,  there  is  some  concern  on  the  part 
of  our  pace  projects  that  some  of  the  gains  that  we  have  made 
might  be  still  considered  in  waivers  for  perpetuity,  and  that  is  a 
concern  in  terms  of  being  on  a  waiver  status. 

Third  and  finally,  we  do  not  want  to  see  the  se^egation  of  com- 
munity-based care  as  a  separate  entity  in  and  of  itself  wdthout  the 
consideration  of  the  fact  that  it  is  really  tied  to  institutional  care, 
both  Medicaid  and  Medicare  funding,  so  that  oftentimes,  there  is 
an  artificial  separation.  We  feel  that  oecause  of  that  separation,  of- 
tentimes it  adds  to  the  fragmentation  and  fuels  further  inefficiency. 

Nevertheless,  I  feel  that  we  still  have  a  system  right  now  of  fee- 
for-service  which  is  highly  inefficient,  and  oftentimes  causes  the  in- 
stitutional base  to  be  fragmented,  making  it  very  difficult  for  a  frail 
older  person  to  access.  We  feel  it  must  be  changed,  and  we  really 
feel  that  the  PACE  model  can  contribute  to  some  of  this  reform. 

The  PACE  model,  as  you  have  heard  somewhat,  really  does  take 
together  all  medical,  social,  restorative,  and  supportive  services  all 
in  one  system.  While  still  producing  cost  savings,  our  service  range 
far  exceeds  what  Medicare  and  Medicaid  normally  provide.  It  ex- 
tends from  hospital  and  nursing  home  care  to  medications,  podia- 
try, dentistry,  personal  care,  transportation  and  home  care  serv- 
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ices.  The  PACE  participant  and  the  family  get  one-stop  service,  as 
you  mentioned  earlier,  but  generally,  in  a  PACE  day  health  center, 
and  delivered  with  an  interdisciplinary  team  of  care. 

I  mentioned  a  range  of  people  in  interdisciplinary  care,  from  phy- 
sicians to  drivers,  me  home  care  people,  but  I  thought  I  would 
break  from  my  prepared  text  to  give  you  a  couple  of  examples  to 
show  where  the  rubber  hits  the  road  in  terms  of  care  management. 

An  example  of  what  may  happen  in  a  PACE  project  is  that  on 
Friday  afternoon  at  4:30,  someone  who  is  attending  one  of  our 
PACE  day  health  centers  becomes  acutely  ill.  The  physician  is  able 
to  admit  the  person  to  the  hospital.  The  family  is  notified.  The  per- 
son goes  into  the  hospital.  The  condition  is  stabilized,  and  on  Sun- 
day, the  discharger  does  not  have  to  worry  about  discharge  plan- 
ning in  terms  of  community  services,  but  the  person  comes  right 
back  to  us.  So  there  is  a  full  cycle  of  care  from  acute  services  to 
community-based  services  right  away. 

Another  example  is  at  night,  when  there  is  an  emergency  and  a 
call  is  made,  a  physician  calls  in,  dictates  a  notice;  we  know  that 
the  person  has  gone  into  the  hospital  overnight.  In  the  morning, 
that  information  is  clearly  there,  so  the  driver  does  not  go  out  to 
pick  them  up,  meals  do  not  go  out.  Things  are  coordinated  and 
tightly  care-coordinated  right  away. 

Then  finally,  integrating  transportation.  The  drivers  oftentimes 
are  our  care  managers.  Tliey  are  the  first  people  in  the  morning 
to  pick  someone  up,  and  when  they  see  that  someone  is  not  holding 
up  his  head  as  well  as  usual,  they  report  that  information  back  to 
the  team,  and  the  team  can  do  something  about  it. 

So  one  of  the  things  that  is  unique  about  this  team  is  that  not 
only  do  we  do  the  assessment,  but  we  do  the  care  provision,  and 
we  actually  then  do  the  monitoring  of  services  in  case  we  do  not 
provide  those  services  directly,  such  as  the  hospital  care. 

By  covering  all  health,  medical  and  social  services  without  limit, 
PACE  has  built  in  incentives  to  control  cost.  For  a  fixed  monthly 
rate,  PACE  provides  unlimited  services  as  much  and  as  long  as 
necessary,  regardless  of  how  costly  a  PACE  participant's  care  be- 
comes. Our  capitation  rates,  as  has  been  repeatedly  demonstrated, 
save  money  for  both  Medicare,  Medicaid,  and  private  payers. 

Right  now,  a  range  of  communities  are  already  replicating  this 
model.  PACE  sites  are  now  or  will  soon  be  operating  in  11  States — 
two  in  New  York;  Massachusetts;  Johns  Hopkins  in  Maryland; 
South  Carolina;  two  sites  in  Wisconsin,  Michigan,  Colorado,  Texas; 
three  sites  in  California,  Oregon  and  Hawaii.  A  community-based, 
not-for-profit,  501(c)(3)  organization  sponsors  each  site. 

PACE  sites  this  vear  will  serve  well  over  2,000  very  frail  older 
people,  and  this  will  be  an  equivalent  number  to  about  20  average 
nursing  homes.  In  1993,  an  evaluation  by  the  independent  commu- 
nity health  accreditation  program  showed  exceptional  quality  and 
coordination  of  care  for  all  the  PACE  sites  reviewed. 

So  some  of  the  outcomes  are  what  I  would  like  to  point  out  here. 
The  cost  savings  have  been  foimd  to  be  about  15  percent.  The  hos- 
pital utilization  of  the  PACE  enrollees,  even  though  they  are  frail 
and  older,  has  actually  been  less  than  a  corresponding  frail  system 
in  the  broader  community.  And  while  PACE  people  are  eligiole  to 
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be  in  a  nursing  home,  only  6  percent  of  our  population  is  in  nurs- 
ing homes. 

Many  commimity  agencies  are  interested  in  continuing  this 
project,  and  many  State  agencies  are  also  interested.  They  are  in- 
terested in  applying  not  only  to  elderly  populations,  but  also  to  frail 
children  as  well  as  people  affected  by  AIDS. 

So  given  the  fact  that  there  is  this  demand,  and  we  have  had  a 
statutory  limit  of  15,  all  of  which  have  been  spoken  for,  we  would 
really  like  to  offer  a  final  action  plan. 

In  view  of  the  results  of  PACE'S  success  to  date  and  the  enthu- 
siastic interest  among  States  and  community  agencies,  we  would 
like  to  propose,  basically,  four  points.  One,  to  increase  the  number 
of  authorized  waivers  from  15  to  50  in  1994;  75  in  1995;  and  unlim- 
ited in  1996  and  thereafter. 

Senator  MncuLSKl.  Are  you  taking  notes  on  this,  Mr.  Wardwell? 

Ms.  Hansen.  Second,  establish  PACE  as  a  provider  type  in  1996. 
The  minimum  requirements  for  a  PACE  provider  are  defined  in  the 
PACE  protocol,  which  should  be  incorporated  in  any  legislation  by 
reference,  and  I  will  submit  a  copy  for  the  record  today. 

Third,  provide  that  the  Secretary  institute  an  organized  effort  to 
promote  the  development  of  new  PACE  providers,  included  but  not 
limited  to  a  development  process  in  which  a  potential  PACE  pro- 
vider can  opt  for  permanent  provider  status  when  it  has  effectively 
completed  up  to  a  3-year  period. 

The  purpose  is  to  allow  a  provider  time  to  develop  expertise  to 
operate  the  model  itself,  and  then,  of  course,  to  give  the  Secretary 
a  means  to  terminate  unsuccessful  programs. 

I  should  mention  that  there  has  in  fact  been  a  recent  termination 
of  an  unsuccessful  site. 

Fourth  and  finally,  to  enhance  the  imiformity  of  administration, 
the  Secretary  shall  develop,  in  cooperation  with  knowledgeable  and 
responsible  State  officials,  a  consolidated  certification  survey  proc- 
ess. The  purpose  is  to  avoid  costly,  fragmented,  multiple  licenses 
currently  required  by  PACE  today.  In  San  Francisco,  we  operate 
under  nine  licenses. 

Thank  you  very  much  for  this  opportunity.  I  would  just  like  to 
add  for  the  record  some  PACE  evaluation  data  to  date,  as  well  as 
a  list  of  the  current  and  potential  interested  PACE  sites. 

Thank  you. 

[The  prepared  statement  of  Ms.  Hansen  follows:] 

Prepared  Statement  of  Jennie  CraN  Hansen 

Madame  Chairwoman  and  members  of  the  Subcommittee  on  Aging,  thank  you 
very  much  for  this  opportunity  to  comment  on  long-term  care  in  health  reform.  I 
bring  you  the  prespective  of  a  community-based  model  that  integrates  acute  and 
long-term  care,  namely  PACE,  the  Program  of  allOinclusive  Care  for  the  Elderly. 
PACE  is  the  congressionally  sponsored  replication  demonstration  of  the  fuUy  inte- 
grated, managed  care  system  for  the  frail  elderly  originated  by  On  Lok  in  San  Fran- 
cisco. For  15  years,  we  have  run  a  highly  successful  program  that  meets  the  complex 
medical  and  social  needs  of  extremely  impaired  older  people.  Each  PACE  enroUee 
meets  Medicaid  requirements  for  nursing  home  care. 

We  have  3  general  concerns  about  long-term  care  in  health  reform. 

First,  we  fear  that  health  reform  proposals  do  not  adequately  recognize  long-term 
care,  especially  community-based  care.  We  are  worried  that  we  will  lose  the  gains 
we  have  made  in  community-based  care  over  the  last  20  years. 
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Second,  given  the  present  provisions,  for  example,  of  the  proposed  American 
Health  Security  Act,  we  are  concerned  that  a  successful  program  such  as  PACE 
might  be  limited  to  demonstration  status  in  virtual  perpetuity. 

Third,  we  do  not  want  to  see  the  segregation  of  community-based  long-term  care 
("Title  XV^  in  the  Clinton  bill)  from  institutional  care  (Medicaid)  and  Medicare.  We 
think  this  approach  promotes  categorical  funding  and  fiaels  the  fragmentation  and 
inefficiency  we  have  overcome  through  the  PACE  model. 

Fourth,  we  think  it  unwise  to  give  States  great  flexibility  without  clear  Federal 
guidelines.  In  implementing  PACE,  we  have  seen  tremendous  variation  across 
States  in  their  sophistication  and  commitment  to  long-term  care,  and  we  see  some 
unfairness.  We  believe  unbridled  flexibility  might  lead  to  further  inequities  and  con- 
fusion for  an  increasingly  mobile  elderly  population. 

Nevertheless,  our  current  fee-for-service  system  is  badly  flawed.  It  is  fragmented, 
institutionally  based  and  unworkable  for  the  frail  elderly.  It  must  be  changed.  We 
believe  the  PACE  model  can  contribute  to  the  needed  reform. 

Now  I  would  like  to  give  you  a  little  more  information  about  our  model.  PACE 
puts  together  all  medicEU,  restorative,  social  and  supportive  care.  Our  service  range 
far  exceeds  traditional  Medicare  and  Medicaid  benefits,  it  extends  from  hospital  and 
nursing  home  care  to  podiatry,  dentistry,  personal  care,  transportation  and  home- 
delivered  meals. 

The  PACE  participant  and  the  family  get  one-stop  service,  usually  in  a  day  health 
center.  The  same  multidisciplinary  team  gives  all  the  care  needed,  usually  for  the 
rest  of  the  participant's  life.  Our  team  includes  the  primary  care  physician,  geriatric 
nurse  practitioner,  nurse,  social  worker,  rehabilitation  therapists  (physical,  occupa- 
tional, speech),  recreation  therapist,  dietitian,  health  worker  and  driver.  The  team 
assesses  each  participant's  social  and  medical  problems,  develops  a  care  plan,  di- 
rectly provides  most  of  the  services  and  manages  care  by  contractors  such  as  medi- 
cal specialists  and  hospitals.  From  the  PACE  team  the  older  person  gets  the 
quickest  possible  response  as  needs  change — without  the  burden  and  conmsion  of 
copajntnents,  deductibles  or  artificial  limits  on  benefits! 

By  covering  all  medical,  health  and  social  services,  without  limit,  PACE  has  built- 
in  incentives  to  control  cost.  For  the  fixed  monthly  rate  PACE  provides  unlimited 
services — as  much  and  as  long  as  necessary,  regardless  of  how  costly  a  PACE  par- 
ticipant's care  becomes,  our  capitation  rates,  as  has  been  repeatedly  demonstrated, 
save  money  for  Medicare,  Medicaid  and  private  payors. 

A  variety  of  communities  are  already  replicating  this  model.  PACE  sites  are 
now — or  will  soon  be — operating  in  11  States:  New  York  (two  sites),  Massachusetts, 
Maryland,  South  Carolina,  Wisconsin  (two  sites),  Michigan.  Colorado,  Texas,  Cali- 
forma  (three  sites),  Oregon,  and  Hawaii.  A  community-based  nonprofit  501(c)3  orga- 
nization sponsors  each  PACE  site. 

This  year  15  PACE  sites  will  serve  well  over  2,000  very  frail  elderly  persons.  A 
1993  evaluation  by  the  independent  Community  Health  Accreditation  Program 
((^HAP)  showed  exceptional  quality  and  coordination  of  care  at  all  PACE  sites  re- 
viewed. The  cost  savings  are  about  15  percent  and  these  sites  are  financially  viable. 
Hospital  utilization  of  PACE  participants  is  much  lower  than  that  of  the  frail  in  the 
current  system.  While  PACE  participants  is  much  lower  than  that  of  the  frail  in 
the  current  system.  While  PACE  enrolls  only  those  certified  to  need  nursing  home 
placement,  just  6  percent  of  participants  are  in  nursing  homes.  Were  PACJE  gen- 
erally available,  we  would  see  a  dramatic  reduction  in  the  need  to  add  nursing  home 
beds  to  meet  the  growth  of  the  fraU  elderly. 

Many  community  agencies,  providers  such  as  hospitals,  and  State  medicaid  agen- 
cies want  to  establish  PACE  programs.  States  see  PACE  as  a  way  to  cope  with  the 
rapid  aging  of  their  population,  without  building  new  nursing  homes.  Others  want 
to  apply  this  model  to  new  groups,  such  as  frafl  children  and  persons  with  AIDS. 
Unfortunately  the  present  statutory  limit  of  15  sites  is  now  allocated,  making  it  im- 
possible to  meet  pressing  demand  for  new  sites. 

We  urge  you  to  consider  carefully  the  experience  to  date  with  PACE.  It  is  a  prov- 
en way  to  meet  the  complex,  changeable  health  care  needs  of  the  long-term  care 
population.  It  is  a  program  urgently  needed  now  and  necessary  whether  you  do  no 
more  than  retain  the  existing  Medicare  and  Medicaid  programs  or  go  all  the  way 
up  to  the  Clinton  plan. 

In  view  of  the  PACE  replication  sites'  success  and  the  enthusiastic,  compelling  in- 
terest among  community  agencies  and  States  in  the  PACE  model,  we  would  like  to 
propose,  as  an  amendment  to  either  existing  or  prospective  law: 

1.  Increase  the  number  of  authorized  waivers  from  15  to  50  in  1994,  to  75  in  1995, 
and  unlimited  in  1996  and  thereafter. 

2.  Establish  PACE  as  a  provider  type  in  1996.  The  minimum  requirements  for  a 
PACE  provider  are  defined  in  the  PACE  Protocol,  which  should  be  incorporated  in 
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any  legislation  by  reference.  I  will  submit  a  draft  copy  of  the  Protocol  for  the  record 
today. 

3.  Provide  that  the  Secretary  institute  an  organized  effort  to  promote  the  develop- 
ment of  new  PACE  providers,  including  but  not  limited  to  a  development  process 
in  which  a  potential  PACE  provider  can  opt  for  permanent  provider  status  when  it 
has  successmlly  completed  up  to  a  3-year  trail  period.  The  purpose  is  to  allow  a  pro- 
vider time  to  develop  expertise  to  operate  the  model  and  to  give  the  Secretary  a 
means  to  terminate  unsuccessiul  programs. 

4.  To  enhance  uniformity  of  administration,  the  Secretary  shall  develop,  in  co- 
operation with  knowledgeaole  and  responsible  State  officials,  a  consolidated  certifi- 
cation survey  process.  The  purpose  is  to  avoid  costly,  fragmented  multiple  licenses 
required  by  PACE  providers  today. 

Thank  you.  We  are  also  submitting  for  the  record  a  summary  of  the  PACE  evalua- 
tion and  a  listing  of  the  current  and  potential  PACE  sites. 

[Editors  note — Due  to  the  high  cost  of  printing,  the  additional 
material  submitted  by  Ms.  Hansen  is  retained  in  the  files  of  the 
committee.] 

Senator  Mikulski.  Thank  you  very  much.  You  said  that  a  signifi- 
cant amount  of  the  population  you  serve  would  be  eligible  for  nurs- 
ing homes,  but  are  not  in  nursing  homes.  I  have  forgotten  your 
exact  words,  but  could  you  elaborate  on  that? 

Ms.  Hansen.  Yes.  Actually,  currently,  the  people  who  qualify  for 
all  the  PACE  proiects  are  Medicaid  State-certified  to  be  in  the 
nursing  home.  So  for  example,  in  San  Francisco,  when  we  actually 
accept  someone  and  go  through  our  evaluation  and  assessment,  a 
State  certifier  would  come  in  and  also  review  that  same  person  and 
say  that,  yes,  this  person  would  be  in  a  nursing  home.  So  it  is 
someone  who  would  be  Medicaid  State-certified. 

Senator  Mikulski.  To  what  do  you  attribute  the  fact  that  they 
are  not  in  a  nursing  home? 

Ms.  Hansen.  I  attribute  that  to  the  fact  that  I  think  was  men- 
tioned here  earlier  on  the  respite  program — many  families  hang  on 
for  a  long,  long  time  because  of  their  commitment  to  them,  and 
sometimes  they  are  just  holed  up  in  a  lot  of  places  that  are  not 
known  to  people.  We  talked  about  outreach  much  earlier.  Many  of 
these  people,  at  least  in  San  Francisco,  live  in  these  third-floor 
rooms  that  have  no  elevators  to  get  out,  and  they  are  basically  not 
found  until  their  neighbors  start  reporting  that  they  have  needs.  So 
in  some  cases,  they  are  there  and  not  reported;  in  some  cases,  fami- 
lies have  just  really  held  on  for  a  really  long  time. 

Senator  Mikulski.  Is  there  anything  about  your  program  that  is 
preventing  or  stretching  out  the  time  when  institutionalization  is 
needed? 

Ms.  Hansen.  Yes,  I  believe  so.  An  example  would  be  the  clinical 
example  I  brought  up  earlier,  that,  for  instance,  someone  had  a 
stroke,  but  they  broke  their  hip  that  Friday  at  4:30.  That  person 
normally  would  have  gone  to  an  institution  rather  than  going  into 
the  hospital  for  the  period  of  hip  repair,  getting  some  rehab,  but 
back  to  the  day  center  for  rehab,  as  well  as  be  able  to  go  home  dur- 
ing that  time. 

Now,  a  normal  trajectory  might  have  had  that  person  go  to  a 
nursing  home  from  the  hospital.  That  would  be  one  example. 

Anotner  example  is  that  families  oftentimes  are  stretched  with 
somebody  who  has  Alzheimer's  disease,  the  person  is  very,  veiy 
confused,  very  disoriented,  becomes  incontinent  of  bowel  and  blad- 
der. That  person  would  normally  go  to  a  nursing  home.  In  this 
case,  we  are  able  to  handle  a  lot  of  their  incontinence;  we  can  deal 
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with  that,  we  can  provide  support  services  at  home  for  the  person; 
we  can  give  the  day  services  respite.  So  that  person  could  stay  at 
home  for  much  longer. 

Senator  Mikulski.  Do  you  find,  for  example,  working  with  the 
family,  that  often  two  people  are  working  and  are  not  knowledge- 
able of  the  details  of  resources  or  even  have  the  time  to  find  out 
what  resources  there  are.  For  example,  the  intermediary  step  in 
Alzheimer's  for  manv  families  is  the  use  of  adult  day  care,  where 
they  can  care  for  and  cope  with  the  issues  in  the  evening,  and  want 
to  have  their  family  with  them  as  long  as  possible,  but  either  they 
are  not  at  home  because  of  work  and  are  therefore  unable  to  super- 
vise, cannot  leave  their  family  unsupervised.  Have  you  found  that 
actually  working  with  the  family  to  talk  about  these  services,  num- 
ber one,  the  actual  use  of  the  services,  as  well  as  the  fact  that  it 
gives  families  a  breather  as  well  as  tools  to  help  prevent  institu- 
tionalization? 

Ms.  Hansen.  What  we  would  oftentimes  provide  in  that  example 
is  respite  in  a  day  environment,  as  mentioned  before.  Then,  in  the 
evening,  we  would  oftentimes  send  someone  to  the  home.  Even 
though  they  are  family  care  providers,  they  are  working  all  dav, 
they  are  tired  as  well.  We  may  have  a  home  worker  go  in  and  help 
do  the  meals  and  help  do  some  of  the  monitoring,  and  have  the 
family  help  out  in  the  nighttime.  But  during  the  day,  they  would 
come  to  the  day  center  itself. 

Then,  the  other  option  of  respite  is  that  when  families  do  need 
a  vacation  or  need  to  take  off  for  a  couple  of  weeks,  we  are  able 
to  provide  for  that  kind  of  supervision  when  they  need  to  take  that 
kind  of  physical  break. 

Senator  Mikulski.  What  is  the  cost  of  your  program? 

Ms.  Hansen.  The  cost  of  the  program,  first  of  all,  is  based  on  a 
capitation  basis  fii'om  the  Federal  level  with  Medicare,  and  then 
each  State  has  some  variation  in  terms  of  its  Medicaid  capitation. 
But  basically,  there  is  a  cost  savings  of  a  minimum  of  5  percent  to 
the  Medicare  system;  and  on  the  State  level,  on  the  average,  it 
might  be  anywhere  from  5  to  20  percent.  So  an  example  in  San 
Francisco,  our  monthly  capitation  is  about  $3,100  for  everything, 
and  that  includes  acute  care  as  well  as  day  health,  transportation, 
meals,  medications,  eyeglasses,  and  dentures  as  necessary.  So  that 
is  the  fixed  monthly  amount  that  we  would  operate  per  person  per 
month. 

Senator  Mikulski.  And  what  would  be  the  cost  of  a  nursing 
home,  modest  but  adequate? 

Ms.  Hansen.  If  you  were  a  private  payer,  you  would  be  paying 
approximately  $3,500  to  $4,500  on  a  private  pay  basis.  But  again, 
it  is  apples  and  oranges,  because  it  does  not  include  the  other  items 
that  I  mentioned. 

Senator  Mikulski.  It  does  not  include  acute  care. 

Ms.  Hansen.  It  does  not  include  acute  care  in  the  traditional  sys- 
tem. 

Senator  Mikulski.  And  transportation,  because  you  are  there. 

Ms.  Hansen.  Right.  We  call  our  transportation  system  the  "room- 
to-room  super-shuttle  service  for  the  frail  elderly." 

Senator  Mikulski.  Not  bad. 
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Ms.  Brakebill,  in  terms  of  your  program  in  Maryland,  how  does 
someone  come  to  your  progfram?  What  is  the  path? 

Ms.  Brakebill.  Initially,  we  spend  a  lot  of  time  doing  outreach 
in  the  local  communities  via  the  local  referral  agencies;  seminars 
on  Alzheimer's  disease  and  related  disorders  intended  to  attract 
caregivers.  In  the  city,  we  have  an  outreach  coordinator  whose  sole 
position  is  to  go  to  the  churches,  the  civic  associations,  and  basi- 
cally publicize  the  program.  We  did  television  spots. 

Senator  Mikulski.  And  then  what? 

Ms.  Brakebill.  Then,  once  the  referrals  came  in 

Senator  Mikulski.  But  who  refers?  It  is  families  self-referring? 
Do  you  need  certain  kinds  of  certifications  to  come  into  your  pro- 
gram? 

Ms.  Brakebill.  Basically,  families  referred;  referral  agencies, 
such  as  the  local  department  of  social  services,  Area  Agencies  on 
Aging,  would  contact  us,  and  we  would  send  them  an  application. 
They  would  complete  an  application  outlining  what  the  impair- 
ments were,  and  the  doctor  would  certify  that  there  was  some  type 
of  cognitive  impairment.  It  was  a  very  simple  process  in  terms  of 
actually  getting  admitted  into  the  program. 

Senator  Mikulski.  But  how  does  it  work?  Could  you  give  me  a 
case  example  of  a  family  calling  you  and  what  would  then  happen 
to  them? 

Ms.  Brakebill.  Yes.  Basically,  a  family  would  call,  and  for  the 
most  part,  they  had  heard  about  us  somehow,  either  through  the 
public  awareness  that  we  had  done,  and  we  would  describe  the  pro- 
gram to  them,  ask  them  specifically  what  their  needs  might  be, 
what  they  saw  their  needs  being  in  terms  of  getting  a  break  from 
the  care  of  their  loved  one.  We  would  connect  them  with  edu- 
cational materials  to  help  educate  them  on  the  care  of  their  loved 
one  and  send  them  an  application,  which  they  would  return,  and 
based  on  the  eligibility  criteria,  we  would  admit  them  to  the  pro- 
gram. 

What  we  found  early  on  was  that  a  lot  of  these  families  upon 
contacting  the  agencies  needed  more  help  than  the  grant  had  origi- 
nally intended  to  do.  I  mean,  we  were  not  providing  case  manage- 
ment, and  we  were  not  addressing  any  of  the  other  needs  that  typi- 
cally, these  families  come  up  against.  So  in  those  particular  cases, 
we  would  connect  them  directly  to  the  local  agency  that  could  pro- 
vide for  the  needs  that  we  did  not  have  in  our  system. 

Senator  Mikulski.  And  what  was  that  agency,  most  typically? 

Ms.  Brakebill.  It  was  a  variation  of  some  private  agencies,  such 
as  family  and  children's  services,  Jewish  family  services,  local  Area 
Agencies  on  Aging.  In  Baltimore  City  in  particular,  there  is  a  huge 
waiting  list  for  these  services,  so  we  tried  to  teach  families — one  of 
the  things  we  did  was  educational  seminars  on  how  do  you  access 
the  resources  that  are  in  your  community — ^here  is  what  they  are, 
here  is  the  person  who  can  connect  you  with  what  assistance  you 
need  at  the  time. 

Senator  Mikulski.  Well,  of  course,  that  goes  to  some  of  the  ques- 
tions I  had  on  single  point  of  entry  and  that  most  families  really 
do  not  know  where  to  go  or  to  start. 

Ms.  Brakebill.  Exactly. 
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Senator  MncuLSKL  So  they  hear  about  you,  and  then  they  might 
call  and  say,  "We  need  a  breather."  And  yet,  what  you  find  is  that 
they  need  more  than  a  breather,  smd  it  is  a  whole  series  of  other 
things;  it  is  not  only  respite  care,  but  the  whole  idea  of  not  know- 
ing Uiat  perhaps  there  is  an  adult  day  care  run  by  the  "Y"  and  so 
on. 

Ms.  Brakebill,  Yes.  Actually,  one  of  the  things  that  we  have 
done  with  the  progjram  as  far  as  the  outreach  and  educational  piece 
is  that  we  are  in  the  process  of  developing  a  respite  manual  for 
caregivers.  That  manual  includes  surveys  of  all  the  local  and  pri- 
vate agencies  as  to  where  is  the  entry  point,  what  they  provide, 
and  how  much  they  cost,  in  addition  to  explaining  how  the  families 
go  about  accessing  that  care. 

We  had  one  educational  session  where  we  actually  taught  the 
person  how  to  make  the  phone  call,  what  to  say,  and  how  to  articu- 
late their  needs. 

Senator  MlKUi^Ki.  I  believe  that,  but  of  course,  this  goes  to  ex- 
actly what  we  were  talking  about  earlier  in  our  discussion  of  the 
Clinton  plan,  the  need  for  mere  to  be  if  not  a  single  point  of  entry, 
designated  points  of  entry,  in  a  variety  of  ways,  depending  on  geog- 
raphy and  community  resources. 

Ms.  Brakebill.  I  think  the  key  is  really  collaboration  between 
the  agencies.  That  is  what  we  have  really  tried  to  do  with  the  MD- 
CARE  project. 

Senator  MiKULSKl.  And  how  does  that  work  out? 

Ms.  Brakebill.  Well,  sometimes,  you  feel  like  locking  everybody 
in  a  room  and  not  letting  them  out  imtil  they  come  to  some  agree- 
ment as  to  how  referral  mechanisms  are  going  to  work. 

We  recruited  different  agencies  to  be  on  our  advisory  council  to, 
first,  educate  them  about  the  program  and  what  benefit  it  could 
have  to  the  clients  who  are  already  in  that  program. 

Senator  Mikulskl  Without  naming  the  agency,  what  types  of 
agencies  are  those? 

Ms.  Brakebill.  It  is  a  mixture  of  public  and  private  agencies. 
We  found  that  it  was  much  easier  to  coordinate  with  some  of  the 
private  agencies  than  it  was  with  the  bigger  local  agencies,  but 
again,  it  depended  on 

Senator  Mikulski.  Do  you  mean  like  social  service? 

Ms.  Brakebill  [continuing.!  Right.  It  depended  on  what  part  of 
the  State,  too.  In  the  rural  areas,  where  not  a  whole  lot  of  money 
has  gone  for  respite,  it  was  much  easier  for  the  respite  coordinators 
to  collaborate  with  those  agencies  on  how  we  are  going  to  reach 
these  people  and  how  maybe  we  can  continue  beyond  the  grant. 

In  the  more  urban  settings,  where  there  is  a  whole  host  of  re- 
sources that  are  kind  of  competing  for  people,  and  sometimes  per- 
sons have  a  case  manager  with  all  the  agencies,  it  was  much  more 
difficult  in  that  they  were  larger,  and  it  was  more  difficult  to  break 
through  the  bureaucracies  that  have  been  in  place. 

I  still  feel  that  there  is  a  way  to  do  it.  There  is  a  way  for  these 
agencies  to  come  together  and  come  to  some  sort  of  mutual  agree- 
ment on  how  we  are  going  to  handle  this  special  population. 

Senator  MncuLSKi.  I  agree  with  you.  First  of  all,  when  people 
call — and  I  think  it  is  the  experience  of  the  providers — when  fami- 
lies tell  their  stories  anecdotally,  they  do  not  sound  like  an  applica- 
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tion;  they  sound  like  a  family.  They  describe  their  parent  or  their 
loved  one,  usually  their  own  stress;  they  will  often  be  guilty  about 
why  they  are  even  calling  you.  It  takes  a  while  to  even  do  it.  They 
do  not  start  out  £Uid  sav,  My  name  is  so-and-so,  I  live  at  so-and- 
so,  I  am  in  this  ZIP  Code;  our  family  impairment  is  this,  this,  and 
this.  And  then  once  you  initiate  that,  then  you  hear  a  whole  series 
of  other  things. 

Ms.  Brakebill.  Many  times  when  thev  call,  they  are  calling 
about  information  about  what  do  I  do.  A  lot  of  times,  they  are  at 
the  end  of  their  rope,  tJiey  may  be  crying,  and  you  can  hear  espe- 
cially someone  who  is  demented  in  the  background,  yelling  at 
them.  They  do  not  know  what  else  to  do.  So  that  often,  tne  stigma 
of  contacting  a  local  agency  prevents  them  from  getting  the  help 
that  is  out  there.  So  that  is  one  positive  aspect,  especially  with  this 
particular  grant,  of  us  administering  it,  is  that  they  already  look 
to  us  for  assistance  in  those  types  of  care  to  begin  with. 

Senator  MncuLSKl.  I  know  that  there  is  a  stigma,  particularly  in 
rural  areas,  of  contacting  anyone  associated  with  Government  or 
charity.  But  your  point  is  they  are  calling  you  at  a  point  of  despera- 
tion, and  this  seems  to  be  a  theme  that  runs  through  everybody. 

Now,  do  most  of  them  have  a  primary  care  provider? 

Ms.  Brakebill.  When  you  say  primary  care  provider,  do  you 
mean 

Senator  Mikulski.  A  primary  medical  care  provider. 

Ms.  Brakebill.  In  terms  of  a  physician? 

Senator  Mikulski.  Yes.  Do  most  of  them  have  a  physician? 

Ms,  Brakebill.  Actually,  it  depends  on  which  are  of  the  State 
you  are  looking  at.  Oft^n,  in  the  rural  counties,  the  physicians  are 
few  and  far  between,  especially  the  ones  who  are  educated  on  Alz- 
heimer's or  related  disorders.  For  example,  they  still  call  it  some- 
body "getting  senile,"  or  "senility."  In  the  city  situation,  many  of 
them  do  have  providers  of  care,  but  it  is  scattered,  and  again,  the 
education  of  the  physicians  is  a  little  better  in  the  urban  setting. 

Senator  Mikulski.  This  takes  me  to  a  point,  however — and  I 
want  to  turn  to  HCFA  in  a  minute — presuming  the  good  will  of 
physicians — and  we  are  just  going  to  operate  on  that  as  a  conversa- 
tional assumption — ^thev  themselves  often  do  not  know  the  commu- 
nity resources.  They  themselves,  because  of  paperwork  or  what- 
ever, are  stretched,  and  cannot  be  the  social  or  community  resource 
case  manager,  and  would  in  some  ways  welcome  the  help,  particu- 
larly in  rural  areas  where  there  are  still  solo  practitioners  as  com- 
pared to  group  practice  or  a  managed  care  thing.  This  then  brings 
up  the  issue  of  case  management,  where,  when  doctor  so-and-so, 
through  workshops  or  through  professional  associations,  sees  this 
situation  and  notes  the  family  is  not  working  right,  don't  you  think 
if  there  were  different  points  of  entry  that  would  provide  a  social 
assessment  combined  with  this,  or  social  nursing  assessment,  that 
it  would  be  used  in  the  State  and  would  also  be  a  source  of  relief 
for  both  the  physician,  and  then  the  family  would  move  to  it?  If  the 
doctor  tells  them  to  call  family  and  children,  they  do  not  see  it  as 
a  stigma;  they  see  that  as  the  same  as  taking  an  aspirin.  In  other 
words,  they  see  it  as  part  of  the  prescription. 

Ms,  Brakebill.  Especially  in  this  particular  project,  I  do  not  see 
being  able  to  do  it  without  incorporating  the  physicians. 
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Senator  Mikulskl  My  point  is  this.  People  come  in  desperate, 
often  waiting  too  long,  or  for  a  variety  of  reasons,  feel  the  stigma 
of  calling  a  public  or  a  United  Way  agency.  But  if  a  physician  were 
directing  them,  they  would  be  more  likely  to  use  it  and  more  likely 
to  use  it  in  a  timely  way. 

Ms.  Brakebill.  I  would  agree  with  that,  yes. 

Senator  Mbkulski.  Ms.  Hansen. 

Ms.  Hansen.  I  think  that  is  a  critical  point  of  including  the  pri- 
mary care  physician  as  part  of  a  team.  So  often,  they  are  out  in 
another  area,  and  they  do  not  know  how  to  make  use  of  some  of 
the  community  resources.  So  I  think  one  aspect  of  when  you  have 
medically  complex  or  cognitively  disabled  individuals  who  need 
that  kind  of  medical  monitoring,  it  is  really  important  to  have  the 
medical  piece  combined  with  the  total,  so  the  physician  knows  how 
to  use  the  rest  of  the  team. 

Senator  Mikulski.  But  wouldn't  this  also,  then,  go  for  the  whole 
issue  related  to  training?  TTiis  is  very  intensive,  whether  we  talk 
about  assessment,  eligibility  determination,  and  all  of  those  things. 
But  there  is  a  need  first  of  all  for  ongoing  training  for  the  people 
actually  providing  the  services — like  those  who  work  for  you,  Ms. 
Hansen,  and  those  who  work  in  you  program,  Ms.  Brakebill.  But 
then  there  also  has  to  be  training  of  a  larger  community,  particu- 
larly the  medical  provider  community,  so  that  they  are  actually 
part  of  the  workshops,  and  the  professional  continuing  education 
programs.  Wouldn't  you  see  that  as  part  of  it — particularly  if  a  pro- 
gram like  this  passes,  and  we  move  into  this  incremental  buildup 
of  the  program,  still,  when  we  use  the  word  "training,"  it  is  not 
only  for  the  people  actually  doing  long-term  care  delivery,  but  phy- 
.  sicians  who,  as  solo  practice  or  ^oup  practice,  not  part  of  managed 
care,  have  to  really  be  trained  m  this  as  well,  even  as  a  source  of 
referral. 

Ms.  Hansen.  Certainly  so.  I  think  that  is  a  whole  initiative  of 
having  physicians  learn  how  to  use  these  kinds  of  resources,  but 
know  that  they  do  not  have  to  carry  the  brunt  of  some  of  the  phone 
calls  that  come  in  to  them  as  case  managers,  that  they  can  use  oth- 
ers. It  really  is  a  socialization  process,  because  physicians  can  be 
quite  technical,  and  they  tend  not  to  normally  be  able  to  deal  with 
m£iny  of  the  psychosocial  needs  that  do  come  up. 

In  our  program,  we  have  found  that  it  takes  anywhere  from  6 
months  to  a  year  to  basically  re-socialize,  so  to  speak,  a  physician 
who  comes  with  wonderful  skills  and  capabilities  and  a  personality 
that  would  be  amenable,  to  know  how  to  use  a  physical  therapist, 
to  know  how  to  use  the  driver,  who  is  normally  never  in  a  medical 
system,  or  a  health  aide  who  sits  at  the  same  table  as  the  physi- 
cian. It  takes  an  educational  process,  day-by-day,  rather  than, 
frankly,  just  an  occasional  continuing  education  course. 

Senator  Mikulski.  I  see.  That  is  very  helpful.  I  can  see  the  enor- 
mous amount  of  very  hands-on  work  that  needs  to  go  on,  and  the 
patience  involved  in  the  delivery  of  this.  You  must  have  very  excep- 
tional people  doing  the  job  at  all  levels  from  the  intake  as  well  as 
respite  care  providers. 

What  is  the  length  of  employment?  Do  people  actually  stay  with 
you  for  significant  periods  of  time,  or  are  they  in  ana  out — your 
work  force,  your  respite  care  people — and  are  they  licensed? 
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Ms.  Brakebill.  We  do  respite  care  training  for  workers  selected 
by  families. 

Senator  MncuLSKi.  Oh,  I  see.  You  do  not  provide  the  respite  care. 

Ms.  Brakebill.  We  do  not  provide  it  directly. 

Senator  Mikulski.  They  select. 

Ms.  Brakebill.  They  select. 

Senator  Mikulski.  How  do  you  know  they  are  fit  for  duty? 

Ms.  Brakebill.  We  give  families  a  choice.  The  family  chooses 
which  one  is  going  to  come  into  the  home.  We  have  made  agree- 
ments with  ouier  agencies  that  families  use  where  we  have  pro- 
vided actual  dementia  training  to  those  workers  employed  by  them, 
as  well  as  allowing  the  family  to  choose  someone  to  come  into  their 
home  to  attend  training  so  that  they  can  best  be  qualified  to  pro- 
vide the  care. 

By  giving  the  family  a  choice,  they  are  the  ones  who  can  best  de- 
termine how  their  loved  one  is  being  cared  for,  and  I  think  that  in 
itself  speaks  for  being  able  to  include  the  quality  of  care  that  is 
being  given.  If  you  have  them  apply  to  a  local  agency,  and  an  aide 
who  nas  been  in  the  svstem  for  20  years  comes  out  and  has  no  idea 
what  dementia  or  Alzheimer's  or  anything  else  is,  what  happens  is 
they  come  back  and  say,  "I  cannot  work  with  that  person.  So  by 
allowing  the  families  to  choose  who  they  hire 

Senator  Mikulski.  But  how  do  you  ensure  fitness  for  duty? 

Ms.  Brakebill.  In  terms  of 

Senator  Mikulski.  Well,  first  of  all,  that  they  have  no  criminal 
record;  do  you  have  a  literacy  standard;  is  there  a  language  pro- 
ficiency standard,  so  that  they  are  at  least  able  to  call  911  or  a 
family  member? 

Ms.  Brakebill.  What  we  try  to  do,  number  one,  besides  educat- 
ing the  respite  workers  ourselves,  is  have  them  listed  with  reg- 
istries with  other  agencies  that  may  d^  a  reference  check  or  some- 
thing to  that  effect.  We  do  not  do  that  ourselves. 

Senator  Mikulski.  Do  you  have  formal  criteria  so  that  when  a 
family  says,  "I  want  Miss  Nellie,  because  she  is  closeby  and  lives 
down  the  road,"  and  one  finds  that  maybe  Miss  Nellie  has  TB — I 
am  going  to  make  up  a  case — or  is  not  well  herself — do  you  have 
screening  criteria? 

Ms.  Brakebill.  No,  we  do  not  screen  the  workers  themselves. 
What  we  do  is  rely  on  other  agencies  who  have  that  process  in 
place  and  give  families  a  choice  to  choose  that  agency  to  provide 
the  service.  This  was  a  veiy  small  program.  It  was  not  established 
to  be  able  to  say  to  a  family,  I  recommend  this  particular  person, 
or  I  recommend  this  particular  person.  It  was  meant  to  give  them 
an  education  as  to  what 

Senator  Mikulski.  Does  this  function  as  a  voucher  program? 

Ms.  Brakebill.  It  is  a  reimbursement  program. 

Senator  Mikulski.  And  who  reimburses?  Are  you  referring  them 
to  other  agencies  or  to  the  family? 

Ms.  Brakebill.  The  family  chooses  what  agency  or  who  provides 
the  care. 

Senator  Mikulski.  But  suppose  they  pick  Miss  Nellie  down  the 
road? 

Ms.  Brakebill.  They  submit  a  receipt,  showing  that  the  services 
were  provided,  and  we  would  reimburse  them  for  that.  So  we  de- 
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pend  on,  like  I  said,  the  other  agencies  who  do  those  types  of  things 
in  terms  of  reference  check  and  so  on. 

Senator  MncuLSKi.  Suppose  they  do  not  come  through  an  agency; 
suppose  they  want  Miss  NelUe?  ,,.     xt  i 

Ms.  Brakebill.  Then  they  have  that  choice  to  choose  Miss  Nel- 
lie. 

Senator  MncuLSKl.  And  how  do  you  ensure,  then,  fitness  for 

duty? 
Ms.  Brakebill.  We  again  leave  it  up  to  the  famiHes  to  assure 

Senator  MncuLSKi.  Do  you  reimburse  other  family  members?  Let 
us  just  say  Aunt  Min  has  retired,  or  Aunt  Helen,  and  she  could  cer- 
tainly do  this. 

Ms.  Brakebill.  We  allow  them  that  choice.  As  long  as  the  care 
worker  does  not  reside  in  the  same  family  home,  we  allow  them  to 
choose  other  relatives  that  they  think  can  care  for  the  person. 

Senator  MncuLSKi.  I  see.  That  gives  me  a  very  good  description 

of  it.  111. 

Again,  watching  the  time,  just  a  few  questions,  then,  about  the 

Medicaid  program,  Mr.  Wardwell. 

First  of  all,  I  think  your  testimony  was  so  excellent  and  detailed 
that  I  really  do  not  have  a  lot  of  questions,  so  do  not  take  that  as 
a  lack  of  interest. 

You  heard  Ms.  Chin  Hansen  raise  the  issue  whether  PACE  will 
be  a  waiver  in  perpetuity.  Do  you  have  any  comments  or  insights? 
If  the  Clinton  program  passes,  what  happens  to  State  programs 
like  PACE  or  olJier  programs  where  you  have  waivers?  Would  they 
continue  to  function,  and  do  you  continue  to  anticipate  a  need  for 
waivers? 

Mr.  Wardwell.  I  think  we  have  already  heard  from  folks  in  the 
Department  who  have  a  better  notion  of  the  Health  Security  Act 
than  I  do.  My  primary  expertise  is  in  the  home  and  community- 
based  waiver  program  and  Medicaid  generally. 

I  can  tell  you  that  our  evaluators  in  the  Office  of  Research  and 
Demonstrations  are  very  pleased  with  what  they  have  seen  in  the 
On  Lok  and  PACE  demonstrations  and  look  forward  to  filling  the 
remaining  available  slots  in  those  programs  right  now. 

I  really  cannot  speak  to  plans  for  specific  waiver  programs  carry- 
ing on  in  perpetuity  in  terms  of  the  Health  Security  Act. 

Senator  Mikulski.  I  think  that  is  a  good  question,  though,  for  us 
to  really  investigate.  I  think  we  are  not  clear  ourselves,  and  I  think 
we  will  both  review  the  legislation  and  seek  guidance  from  the  De- 
partment. I  beheve  that  there  is  a  continued  need  for  waivers  and 
demonstration  programs  because  there  will  always  be  the  need  for 
creativity  or  the  experimentation  related  to  creativity  in  service  de- 
livery under  very  specific  and  watchful  eyes.  And  what  is  so  great 
about  the  PACE  program  is  that  On  Lok  is  a  winner,  but  you  are 
funding  through  a  waiver,  or  supporting  through  a  waiver,  replica- 
tion. I  think  one  of  the  issues  we  always  ask  in  waivers  and  dem- 
onstrations is  whether  it  is  due  to  the  nature  of  the  geography,  or 
to  a  charismatic  leader  who  conceived  the  program  and  sees  it 
through,  but  it  is  more  that  leadership  in  that  community,  and  so 
it  is  difficult  to  replicate. 
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What  is  so  important  about  the  Maryland  program,  looking  at 
two  areas  in  Baltimore  City,  we  have  really  looked  at  a  highly 
dense  geographic  population,  and  really  spread  out.  Then  the  point 
becomes  that  then  we  know  we  can  go  statewide,  because  you  have 
looked  at  dense  population  and  rural  areas.  That  is  why  we  would 
support  that. 

What  has  surprised  you  the  most  heading  up  the  Medicaid  waiv- 
er aspects? 

Mr.  Wardwell.  I  guess  I  would  have  to  tell  you  that  in  all  can- 
dor, I  did  not  come  to  this  program  with  a  bias  toward  flexibility 
for  States.  When  I  saw  the  heading  on  this  legislation,  which  was 
"Flexibility  for  the  States"  in  1981, 1  cringed  a  little  bit.  I  think  the 
most  pleasant  surprise  has  been  that  the  States  have  justified  the 
trust  that  this  legislation  placed  upon  them  and  that  with  only  a 
few  notable  exceptions  which  we  have  dealt  with  effectively,  the 
States  have  come  up  with  very  creative  and  innovative  programs. 

Many  of  the  things  that  are  the  best  about  the  program  today, 
we  did  not  have  a  clue  about  when  this  program  was  put  into  ef- 
fect. If  we  had  imposed  a  set  of  detailed  regulations  on  how  to  do 
community-laased  care  based  on  the  best  information  and  inten- 
tions we  nad  at  that  time,  this  program  would  not  have  been  a 
fraction  of  what  it  is  today.  I  think  we  have  gotten  a  better  product 
because  of  the  flexibihty,  a  better  price,  because  we  did  not  waste 
money  on  things  tJiat  were  unnecessary,  and  better  participation 
because  the  States  come  to  appreciate  that  level  of  trust  that  has 
been  put  in  them. 

Senator  MncuLSKl.  On  page  2,  vou  say  that  "the  worst  mistake 
we  could  make  is  a  one-size-fits-all  approach,  freeze  it  in  time  and 
impose  it  on  States  with  rigid  monitoring."  And  I  think,  based  on 
the  Medicaid  waiver  experience  since  1981,  you  would  recommend 
to  the  Congress  through  your  testimony  that  our  guiding  principle 
be  State  flexibility,  but  also  guiding  principles  and  standards  to  the 
States,  which  of  course,  the  Medicaid  waivers  have  to  meet  certain 
criteria. 

Mr.  Wardwell.  Correct. 

Senator  MncuLSKi.  Did  you  start  out  being  a  one-size-fits-all  type 
person? 

Mr.  Wardwell.  When  I  came  to  the  Federal  Government,  I  was 
26  years  old,  had  been  in  the  military,  and  I  was  sure  that  I  could 
fix  everything  with  enough  rules. 

Senator  Mikulski.  You  know,  even  the  military  do  not  believe 
that  anymore. 

Mr.  Wardwell.  That  is  true. 

Senator  Mikulski.  So  really,  a  top-down  approach  and  so  on. 

Mr.  Wardwell.  Yes. 

Senator  Mikulski.  When  you  say  on  page  7,  that  "many  of  the 
long-term  care  needs  which  cause  persons  to  seek  care  in  the  medi- 
cal system  are  more  social  rather  than  medical,"  was  that  a  sur- 
prise to  you,  and  number  two,  what  would  be  vour  recommenda- 
tions, then,  in  terms  of  programmatic  content  that  met  the  social 
concerns? 

Mr.  Wardwell.  I  think  it  was  a  bit  of  a  surprise  to  me,  again, 
coming  out  of  training  and  experience  in  very  much  a  medical 
model.  In  fact,  when  people  talked  to  me  about  this,  I  did  not  even 
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know  what  they  were  talking  about,  when  they  first  began  to  tell 
me  that  the  medical  model  was  not  appropriate  in  and  of  itself. 

The  more  time  I  have  spent  with  providers  and  States,  which 
have  taught  me  virtually  all  I  know  about  this  way  of  delivering 
care,  the  more  I  realize  that  sometimes  it  is  verjr  little  and  very 
basic  things  that  people  need  to  prevent  institutionalization.  We 
have  heard  a  great  deal  about  respite.  Respite  can  be  a  tremendous 
service,  and  there  is  nothing  at  all  medical  about  respite,  and  yet 
I  have  heard  person  after  person  when  I  have  gone  to  conferences 
testify  to  the  fact  that.  We  were  about  ready  to  give  up  with  Mom 
or  Dad,  and  it  was  only  because  at  the  right  moment  respite  care 
was  provided  that  we  had  the  strength  to  carry  on  and  avoid  insti- 
tutionalization,  or  at  least  delay  it  for  a  long  time.  | 

Senator  Mikulski.  I  see.  We  will  have  other  questions  as  we 
move  along.  I  am  going  to  ask  one  other  question  in  terms  of  the 
role  of  the  Federal  Grovemment. 

If  the  Clinton  plan  passes  and  there  is  the  submission  of  State 
plans,  what  role  do  you  see  the  Federal  Government  as  having  in 
monitoring  and  oversi^t  of  the  State  plans?  Initially,  now,  the  way 
we  talk  about  it  is  that  once  a  State  plan  is  approved,  that  is  it, 
and  it  would  roll  on;  is  that  it?  Would  you  see  a  role  for  ongoing 
monitoring  and  oversight? 

Mr.  Wardwell.  Well,  let  me  speak  to  it  in  reference  to  what  is 
in  the  waiver  progpram  right  now.  Right  now,  the  waiver  program 
requires  the  submission  of  a  document  not  unlike  a  State  plan  for 
what  the  State  intends  to  do.  There  is  nothing  expressed  in  the  leg- 
islation that  indicates  we  have  to  go  back  and  monitor;  yet  in  fact, 
we  do  monitor  on  an  ongoing  basis.  We  require  both  self-monitoring 
on  the  part  of  the  State,  and  we  do  our  own  monitoring  through 
our  regional  offices. 

So  I  am  not  sure  that  the  absence  of  an  expressed,  explicit  mon- 
itoring requirement  in  itself  would  forestall  the  Federal  Grovem- 
ment from  playing  that  kind  of  role.  But  our  experience  in  the 
Medicaid  program  with  the  waiver  program  has  been  that  there  is 
a  role  for  a  very  careful  and  helpful  evaluation  of  that  State  plan 
that  is  not  Just  a  regulatory  review;  it  is  increasingly  a  review  that 
helps  the  State  imderstand  what  other  States  may  have  done  and 
how  they  have  met  challenges  that  maybe  this  proposal  does  not 
speak  to  veiy  directly,  and  then  follow  that  up  with  some  sort  of 
continuing  enort  to  see  that  the  State  has  actually  been  successful 
in  laying  out  and  implementing  what  it  said  it  was  going  to  do. 
What  better  test  than  to  see  whether  the  State  does  what  itself 
says  it  can  do? 

Senator  Mikulski.  I  think  that  covers  it  very  well. 

I  want  to  thank  the  participants  at  the  table,  certainly,  Ms.  Chin 
Hansen,  your  pioneering  work  at  On  Lok — were  you  the  founding 
mother  of  this  program? 

Ms.  Hansen.  No;  I  guess  I  was  the  next  generation.  I  have  only 
been  there  for  14  years.  The  founding  director  founded  the  organi- 
zation 22  years  ago  and  just  retired  in  August,  but  I  have  had  the 
opportunity  to  work  with  her  for  a  while. 

Senator  Mikulski.  Well,  we  want  to  thank  you  for  the  work  that 
you  have  done,  and  really,  truly,  I  think  you  have  set  the  pace  for 
the  rest  of  the  Nation. 
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And  Ms.  Brakebill,  there  are  a  lot  of  happy  families  because  of 
the  work  you  are  doing,  and  we  again  thank  you. 

And  thank  you,  Mr.  Ward  well. 

[Additional  statements  and  material  submitted  for  the  record  fol- 
low:] 

STATEMENT  ON  HEALTH  CARE  REFORMS 

OF  THE 

NATIONAL  ASSOCIATION  FOR  THE  SUPPORT  OF  LONG  TERM  CARE 


The  National  Association  for  the  Support  of  Long  Term  Care  (NASL),  represents  the 
interests  of  nearly  200  companies  which  specialize  in  providing  an  array  of  medical  services, 
products  and  supplies  to  nursing  facilities.  In  addition  to  our  corporate  members,  NASL  has 
a  number  of  association  and  associate  members  many  of  whom  are  representatives  from  the 
nursing  home  and  long  term  care  sector. 

NASL  is  imique,  inasmuch  as  it  brings  all  the  different  care  programs  operating  within  the 
nursing  home  sector  together  in  an  integrated,  multi-disciplinary  view.  Our  operating 
coalitions  represent  six  areas  of  ancillary  suppon:  rehabilitation,  portable  x-ray,  clinical 
laboratory,  pharmaceutical,  products/supplies  and  wound  care  programs.  Through  our 
Legislative  Council  these  differing  ideas  and  those  of  our  host  industry  are  brought  together 
into  a  uiufied  program  for  improving  the  quality  of  services  in  the  extended  care  and  long 
term  care  settings. 

We  wish  to  emphasize  five  key  points  for  yoiu"  consideration: 

ancillary  supports  (medical  services,  products  and  supplies)  are  necessary  components 

of  post-acute  caring; 

ancillary  support  programs  are  often  provided  primarily  by      small,     independent 

businesses; 

the  success  of  these  btisinesses  comes  because  they  are  meeting  identified  patient 

needs; 

healthy  competition  among  these  businesses  has  improved  the  efficiencies  of 

delivering  ancillary  support  programs;  and, 

these  ancillary  support  programs  make  a  major  contribution  to  the  quality  of  patient 

care. 

Our  testimony  is  divided  into  three  parts.  First,  we  will  address  the  broad  issues  raised  by 
the  various  reform  measures  and  offer  our  viewpoints.  Second,  we  will  address  several  of 
the  proposed  reductions  in  Medicare,  explaining  why  we  opposed  these  changes.  Finally, 
we  will  focus  on  the  extended  and  long  term  care  proposals  and  offer  our  analysis  for  your 
consideration. 
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T   RROAn  ISSUES; 

After  careful  analysis  our  Legislative  Coimcil  has  made  the  following  recommendations: 

1.  Access:  We  are  supportive  of  the  access  goal  articulated  by  the  President  Too  many 
Americans  are  denied  health  care  because  of  pre-existing  conditions  and  discriminatory 
insurance  practices;  too  many  others  cannot  afford  adequate  coverage.  Something  must  be 
done.  While  supportive  of  the  goal  articulated  by  the  President,  we  are  concerned  that  the 
solution  proposed  in  The  Health  Security  Aa  is  too  cumbersome  and  bureaucratic.  We  urge 
Congress  to  focus  on  the  problem  of  access  for  those  without  coverage  rather  than  attempt 
an  experimental  rewriting  of  the  total  system. 

2.  Employee  Mandates:  As  small  businesses  and  employers  of  many  part-time  employees. 
we  are  concerned  that  an  employee  mandated  system  would  threaten  the  economic 
survivability  of  our  enterprises.  Given  a  large  portion  of  our  patients  are  Medicare  and 
Medicaid  eligible,  we  believe  the  Congress  must  make  provision  for  the  costs  of  such 
mandates.  If  they  are  enacted.  Congress  should  enaa  a  direct  pass-through  in 
reimbursement 

3.  Simplification:  We  laud  this  goal.  Simplification  must  occur  not  only  in  patient  invoicing 
but  in  the  redundant  documentation  required  to  justify  our  services.  Our  businesses  are 
drowning  in  seas  of  paperwork  generated  to  satisfy  the  oversight  functions  of  multiple  layers 
of  government  and  insurance  scrutiny.  Hopefully,  the  reform  system  will  start  with  the 
premise:  "pay  for  caring"  rather  than  "pay  for  paperwork." 

4.Coverage:  We  strongly  believe  the  Congress  should  statutorily  define  the  core  benefit 
package.  Who  gets  what  where,  and  how  are  policy  questions  best  addressed  in  an  open 
forum  where  the  politics  of  the  decisions  arc  understood  as  a  giveiL  The  individuals 
responsible  for  designing  coverage  must  be  accountable  for  their  decisions. 

5.  Cost  Containment:  As  specialized  businesses  focused  on  providing  services  to  specialized 
populations,  we  are  firigbtened  by  the  simplicify  of  many  of  the  cost  containment  ideas 
advanced  in  a  number  of  the  reform  packages.  Global  budgeting,  pricing  caps,  competitive 
bidding,  mandated  fee  schedules  are  great  academic  concepts  which  will  drive  small 
businesses  out  of  the  system.  Many  of  the  ideas  proposed  in  the  reform  packages  appear  to 
reinforce  the  "big  dogs  eats  first^  rule.  Our  businesses  grew  because  the  "big  dogs"  i.e. 
hospitals,  doctor  practices,  mega-health  conglomerates  were  not  meeting  the  specialized 
needs  of  individuals.  Unless  caution  is  exercised  in  segmenting  containment  initiatives,  the 
net  result  will  be  to  disrupt  services,  rather  than  to  contain  costs,  i.e.,  the  "big  dogs"  will  stay 
fat  patient  services  will  suffer. 

6.  Provider  Discrimination:  An  underlying  tenet  of  the  free  enterprise  system  is  that 
competition  brings  cost  efSdendes  and  improves  quality.  In  order  for  these  market  forces 
to  work,  consumers  must  have  choice.  Proposals  which  attempt  to  restrirt  "any  willing 
supplier"  or  which  attempt  to  impose  "single  source  monopolies"  undermine  choice.  NASL 
urges  the  Congress  to  prevent  provider  discriminatioit 

7.  Fairness  and  Due  Process:  Many  of  the  reform  proposals  add  significant  requirements  to 
providers  with  limited  consideration  of  how  these  changes  will  be  implemented.  Pages  of 
new  fraud  and  abuse  requirements  are  proposed;  authorization  is  provided  to  new  layers  of 
government  and  quasi-governmental  entities  to  impose  rules  and  standards.  The  career  paths 
in  health  care  are  increasingly  away  from  the  playing  field  of  patient  care  services  to  the 
cushy  jobs  of  overseeing  and  regulating.  Measures  which  strip  due  process  will  only 
accelerate  this  trend.  Balance  must  be  restored;  adequate  notice,  opportunities  for  public 
comment  and  due  process  must  be  preserved. 

II.  MEDICARK/MEDICAID  REDUCTIONS: 

Members  of  the  NASL  Legislative  Council  are  unaiumous  in  their  view  that  health  care 
reforms  should  not  be  paid  for  on  the  backs  of  Medicare  beneficiaries  and  Medicaid 
recipients.  The  demographics  of  utilization  clearly  underscore  that  prudent  decisions  must 
be  made  to  assure  the  integrity  of  the  services  purchased  through  these  two  programs. 
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We  are  particularly  concerned  about  three  of  the  ideas  proposed  in  the  President's 
recommendations. 

1.  Competitive  Bidding:  We  strongly  oppose  competitive  bidding.  Monopolies,  whether 
sanctioned  by  the  government  or  formed  in  the  absence  of  vigorous  anti-trust  enforcement 
are  anti-competitive.  The  net  effea  will  be  a  deterioration  of  quality,  difBculties  in 
beneficiary  access,  and  an  elimination  of  competitive  market  behaviors.  Sole  source 
franchising  will  destroy  small  business.  In  the  absence  of  market  alternatives,  the  initial  cost 
savings  will  evaporate  and  government  will  be  locked  into  arrangements  with  no  market 
alternatives. 

2.  SNF  Routine  Services  Limits:  We  strongly  oppose  the  idea  of  lowering  the  routine  cost 
limit  variance  for  skilled  nursing  facihties  from  112%  to  100%  of  the  mean.  This  proposal 
would  undermine  Congressional  initiatives  to  broaden  access  to  high  quality  extended  care 
services  for  Medicare  beneficiaries.  Racheting  down  routine  cost  limits  wiU  be  a  significant 
disincentive  for  those  facilities  which  have  moved  to  attract  heavier  care  patients.  It  will 
reduce  access,  not  improve  access  for  patients,  and  its  impact  would  be  most  felt  in  major 
metropohtan  areas,  especially  in  the  Northeast  and  California. 

Cost  limits  have  been  straightjackets  inhibiting  responsiveness  to  changing  patient  needs.  As 
nursing  facilities  move  to  meet  the  needs  of  patients  being  discharged  quicker  from 
hospitals,  an  enlightened  policy  would  be  for  the  Congress  to  ease  the  routine  cost  limits, 
exploring  alternative  strategies  for  speeding  exceptions  from  the  limits  and/or  pemutting 
a  separate  classification  of  subacute  progranuning. 

3.  Clinical  Labs:  Policy  recommendations  should  consider  the  differences  between 
providing  laboratory  services  to  residents  in  long  term  care  facilities  from  the  delivery  of 
such  services  in  the  acute  and  community  settings.  We  are  greatiy  concerned  that  policy 
recommendations  do  not  differentiate  between  the  types  of  services  being  purchased  in  the 
nursing  home  setting  and  the  unique  needs  of  the  beneficiaries  receiving  the  services.  Most 
long  term  care  facilities  do  not  have  their  own  clinical  laboratories,  and,  therefore  they  must 
contract  with  laboratory  suppliers  to  obtain  this  service.  The  provision  of  such  specialized 
services  is  most  demandiiig  and  costiy.  Service  demands  drive  higher  operating  costs. 
Specially-trained  and  experienced  lab  phlebotomists  supervised  by  senior  clinical  staff  are 
required  to  meet  the  higher  acuity  levels  of  nursing  facility  residents.  Additional  costs  are 
incured  as  these  practitioners  travel  to  the  facility  in  order  to  draw  and  collea  samples. 
Moreover,  facilities  are  more  conscious  of  their  regulatory  obligations  under  the  OBRA  87 
requirements  contracting  for  labs  to  be  capable  of  provided  full  service  24-hour,  7  day-a- 
week  service. 

For  in.vance,  stat  (emergency)  work  requires  a  turn  aroimd  of  between  2-4  hours.  Working 
with  the  fadlities  to  assure  attentive  patient  caring,  many  laboratories  provide  technical 
assistance  in  interpreting  results  and  in  meeting  special  patient  monitoring  needs.  It  is 
important  to  recognize  that  while  the  readiness  to  service  costs  are  built  into  reimbursement 
in  the  acute  setting,  in  the  long  term  care  setting  these  costs  are  shouldered  by  the  clinical 
laboratory.  As  the  medical  acuity  of  nursing  home  patients  increase,  demands  for  laboratory 
performance  have  also  increased,  however  reimbursement  has  not  kept  pace  with 
expectations.  In-service  education,  monthly  chan  reviews,  standing  order  systems, 
summaries  of  test  results  and  clinical  data  reports  ranging  from  infection  control  and 
nutrition  reviews  to  therapeutic  drug  histories  are  demands  placed  upon  clinical  laboratories 
in  the  long  term  care  setting  which  are  not  reflected  in  current  and  proposed  payment 
systems.  Our  fear  is  these  specialized  services  will  not  be  available  to  nursing  facility 
residents,  especially  imder  competitive  bidding  proposals,  and  the  progress  which  has  been 
made  in  improving  the  quality  of  laboratory  services  to  nursing  home  residents  will  be 
undermined.  Unless  separately  considered,  nursing  facilities  will  have  few  cost  effective 
options  for  meeting  the  needs  of  their  residents. 

in.  EXTENDKn/LONG  TERM  CARE: 

As  experts  in  the  delivery  of  ancillary  services  in  the  extended  care  setting,  we  applaud  the 
consideration  which  is  being  given  to  improving  extended  and  long  term  care  services. 
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Reform  initiatives  which  do  not  address  issues  of  transition  from  acute  to  longer  term 
services  will  be  most  disruptive;  proposals  which  do  not  address  long  term  care  are 
incomplete. 

The  nursing  facility  sector  has  been  evolving  over  several  decades  from  programs  oriented 
to  sheltering  and  protecting  to  programs  oriented  to  caring  and  discharging.  OBRA  87 
reforms  accelerated  this  evolution,  imposing  a  myriad  of  requirements  on  nursing  facilities 
transforming  them  into  the  mainstream  of  post-acute  services.  NASL  members  currently 
provide  many  of  the  supportive  services  which  help  nursing  facilities  comply  with  the 
Congressional  directives.  Our  ancillary  supports  -  -  rehabilitation,  clinical  laboratories, 
portable  x-ray,  pharmacy  services,  specialized  products  and  supplies  -  -  bring  the  medicalized 
services  of  the  acute  setting  to  the  extended  care  environment 

1.  Preserve  Core  Benefits  for  Nursing  Facility  Residents:  Unless  the  reforms  of  the  past 
decade  are  to  be  ignored,  these  services  must  be  required  in  the  core  benefit  package,  and 
specific  instructions  provided  to  health  plans  to  assure  access  for  subscribers  who  reside  in 
nursing  facilities  to  necessary  ancillary  support  services. 

2.  Improve  Medicare  Extended  Care  Benefit:  Congress  has  the  opportunity  to  greatly 
improve  upon  current  Medicare  policy.  The  extended  care  benefit  which  is  authorized  imder 
current  Medicare  law  provides  only  shallow  coverage.  Few  beneficiaries  are  covered  for 
more  than  30  days  of  skilled  nursing  services  and  many  are  denied  access  because  of 
restrictive  prior  hospitalization  requirements.  Stringent  co-payment  and  medical  review 
criteria  have  so  narrowed  coverage  as  to  make  the  claim  of  100  days  of  extended  care 
coverage  a  fraudulent  statement. 

3.  Enact  meaningful  long  term  care  reforms:  The  reform  initiatives  offer  an  opportimity  for 
change.  Several  of  the  plans  call  for  a  100  day  extended  care  benefit.  We  urge  the  Congress 
to  enaa  such  coverage  as  a  minimum.  We  urge  Congress  to  remove  the  three-day  prior 
hospitalization  and  to  alter  the  copayment  requirements  under  Medicare.  Nursing  facilities 
are  stepping  up  to  the  challenge  of  caring  for  heavier  care  patients  and  reimbursement  and 
certification  requirements  should  facilitate  sub-acute  programs. 

4.  Exercise  Caution  in  developing  SNF  Prospective  Reimbursement:  One  of  the  ideas  which 
has  been  proposed  is  shifting  reimbiu^ement  for  skilled  nursing  facility  services  under 
Medicare  to  a  prospective  payment  system.  Initiatives  are  underway  within  HCFA  exploring 
the  appropriate  methodologies  for  categorizing  patient  needs  and  grouping  these  needs  for 
payment.  Because  of  data  availability,  these  demonstrations  Jiave  focused  primarily  on 
routine  nursing  services;  few  ancillary  needs  are  being  analyzed.  Given  this  significant  flaw 
in  the  research  designs,  we  urge  caution  in  making  the  reimbursement  transition.  HCFA 
should  focus  first  on  completing  its  design  and  implementation  of  a  system  which  captures 
the  routine  services,  continuing  the  current  reimbursement  methodologies  for  andllary 
programs.  Separate  data  collection  and  analysis  will  be  required  to  design  a  more  inclusive 
system  which  is  fair  to  patients  and  which  capture  the  evolving  role  which  ancillary  services 
perform.  Simply  stated,  nursing  facilities  are  rapidly  becoming  something  dififerent  than  they 
use  to  be  and  the  change  is  being  driven  by  ancillaries.  Premattu-e  conversion  of 
reimbursement  systems  will  stifle  change.  The  potential  for  error  is  particularly  great 
because  there  is  so  little  data  to  predict  what  might  occur.  Let  us  be  clear,  NASL  supports 
the  movement  towards  a  prospective  system  for  routine  services,  but  we  urge  that  ancillaries 
be  considered  separately. 
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IV.  CONCLUSIONS; 

The  health  care  reform  debate  challenges  the  Congress  to  make  a  series  of  major  decisions 
reshaping  and  restructuring  the  health  care  delivery  system.  We  have  attempted  in  this 
testimony  to  offer  constructive  guidance,  soliciting  your  understanding  that  a  very  specialized 
ancillary  services  structure  has  emerged  meeting  the  unique  needs  of  the  nursing  facility 
seaor.  These  ancillary  programs  are  cost  effectively  meeting  a  real  market  need.  These 
ancillary  services  might  be  significantly  harmed  in  the  restructuring  decisions.  Patient  care 
will  suffer;  nursing  home  reforms  will  erode. 

NASL  stands  as  a  resource  to  work  with  you  and  your  staffs  so  that  policy  changes  will 
continue  to  improve  the  quality  of  services  in  the  long  term  care  setting. 


TESTIMONY  OF  MARK  R.  MEINERS 

Thank  you  for  the  opportunity  to  provide  my  perspective  on  the  role 
of  the  private  sector  in  long-term  care  reform.     Careful  consideration 
of  the  responsibilites  of  the  public  sector  must  take  account  of  the 
private  sector  potential  if  we  expect  to  keep  long- term  care 
affordable. 

The  points  I  will  make  today  on  the  private  sector  role  in  long-term 
care  reform  come  from  some  twenty  years  of  experience  in  research 
and  program  development  focused   on  topics  related  to  long-term 
care.     Since  leaving  the  Federal  government  and  coming  to  the 
University  of  Maryland  about  seven  years  ago  I  have  devoted  a 
major  pan  of  my  time  directing  several  initiatives  that  have  been 
undertaken  with  grant  support  from  the  Robert  Wood  Johnson 
Foundation. 

Perhaps  the  one  most  familiar  is  the  Partnership  for  Long-Term  Care, 
an  initiative  currently  operating  in  four  states  (CA,  CN,  ID,  and  NY) 
designed  to  encourage  the  sale  of  high  quality  long-term  care 
insurance  by  offering   special  protection  from  Medicaid's  resource 
limits.     Most  recently  we  have  embarked  on  a  new  effort  with  the 
Robert  Wood  Johnson  Foundation  to  support  state  based  long-term 
care  reform.     I  have  submitted  background  on  each  of  these 
programs  with  my  testimony  and  will  be  happy  to  answer  questions 
on  them  now  or  later. 

In  the  limited  time  available  for  my  formal  remarks  I  would  like  to 
make  a  few  basic  points  that  I  believe  should  enter  into  your 
deliberations  as  to  how  to  proceed  with  improving  our  long-term 
care  programs,  systems,   and  options. 

•       There  is  no  comprehensive  private  approach.     There  is  no 
plausible  scenario  in  which  private  insurance  can  provide 
financing  for  all  persons   needing  long-term  care  services. 
However,  there  are  portions  of  the  likely  users  of  long-term  care 
who  are  in  a  position  to  prepare  themselves  to  contribute  to  the 
cost  of  their  care.     Some  portion  of  the  future  need  for  financing 
should   be   pre- funded. 
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There  is  ao  comprehensive  public  approach.     There  is  no 
plausible  scenario  in  which  public  resources  can  provide 
financing  for  all  persons  needing  long-term  care  services.     There 
axe  however  many   groups  who  have  never  had  and   will   never 
have  the  opportunity  to  prepare  themselves  to  pay  for  their  own 

services.     Public  funds  must  be  available  and  in  sufficient  supply 
to  assist  these  groups. 

Given  these  truths,  the  key  public  policy  question  is  how  to  engineer 
an  effective  partnership  of  resources.     In  this  regard,  I  am 
encouraged  by  the  basic  message,  the  Clinton  Health  Plan  has 
conveyed.     That  is,  long-term  care  is  important  but  expensive.     For 
progress  to  be  made  the  Clinton  team  has  concluded  that  we  must 
proceed   incrementally   by   encouraging   improvements    in    our   means 
tested  public   programs,   support  for  private   sector  responsibility,   and 
innovation  on  the  part  of  the  states  to  improve  on  what  they  have 
accomplished,  particularly  in  the  area  of  home  and  community  care. 
Of  course,  the  devil  is  in  the  details.    But  acceptance  of  these  basic 
goals  is  a  step  in  the  right  direction  as  we  proceed  with  long-term 
care    reform. 

It  is  important  to  recognize  that  when  we  talk  about  the  role  of  the 
private  sector  we  are  talking  about  more  than  just  private 
enterprise.     Most  long-term  care  is  either  provided  by  family  and 
friends  directly  or  purchased  by  them  out  of  pocket.     The 
interrelationship  between   these  two  forms  of  support  can   be 
complicated  but  the  simple  fact  is  that  any  realistic  intervention 
must  support  not  replace  our  willingness  to  accept  personal 
responsibility   for  our  long-term  care   needs. 

Where  private  enterprise  enters  into  the  equation  is  that  it  needs  to 
help  this  happen  to  the  greatest  extent  possible.     That  means  good 
quality  affordable  products  and  services  that  meet  the  need   as 
perceived  by   the  consumer  and  their  family  must  be  developed  and 
marketed.     We  are  just  begining  to  see  this  happen.     Examples  that 
have  recently  emerged  on  the  market  include  the  growing  number  of 
home  and  community  care  options,  assisted  living  communities,  and 
long-term  care  insurance.       These  developments  should  be 
encouraged. 

To  have  effective  private  programs  we  need  a  clear  delineation  of 
where  the  public  role  ends  and  personal  responsibility  begins.     This 
is  especially  the  case  if  we  expect  people  to  plan  for  this  risk.     If 
planning  does  not  occur  more  people  will  be  dependent  on  public 
support.     This  places  even  more  pressure  on  our  limited  resources. 

The  Clinton  Plan  suggests  some  examples  were  things  can  get 
confused.     On  one  hand  it  supports  the  notion  of  private  action  and 

preparation   through   tax  clarification   and   the   national   insurance 
regulations.     On  the  other  it  proposes  a  home  and  community  care 
benefit  that  conveys  the  impression  that  government  programs     will 
be  sufficient  to  meet  individual  needs  when  the  details   really   suggest 
a  "capped  entitlement"  to  states;  in  practice  a  much  more  limited 
intervention.      There   is  considerable  nervousness   about  how   to 
implement  the  proposal  on  the  part  of  states  because  they  already 
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see  themselves  in  fiscal  crisis  and  they  worry  about  how  to  do  it 
when  they  are  not  allowed  to  means  test  eligibility. 

Means  testing  is  the  approach  states  are  most  comforuble  with 
because  they  have  experience  with  it  through  Medicaid.     But  means 
testing  is  unacceptable  to  some  policy  analysts  and  interest  groups.  It 
is  viewed   as   leading  to  poorly  funded  inadequate  programs   because 
the  political  constituency  is  not  broad  enough  to  keep  this  from 
happening.       Strategies  need  to  be  considered  to  minimize  this  risk  so 
that  this  opposition  can  be  overcome.     One  example  from  our 
experience   in  planning  the  Parmership  Program  is  to  link  eligibility 
to  the  means  tested  program  with  the  purchase  of  state  certified 
long-term   care    insurance. 

The  Partnership  long-term  care  insurance   model   and   an   improved 
means  tested  long-term  care  program  in  the  states   would  be 
mutually  complimentary.       Currently  the  applicability  of  the  model  to 
other  states  is  limited  because  of  the  variability  in  the  Medicaid 
program  across  states.     Many  state  Medicaid  programs  do  not  offer 
comprehensive   home   and  community  benefits  or  a  system  of  care 
management  which  support  the  continuity  of  care  desired  in  such  a 
partnership.      Furthermore,   stales   which  have  not  developed   strong 
programs  for  the  poor  will  have  trouble  justifying  efforts  at 
preventing  poverty.     On  the  other  side,  improvements  to  the 
Medicaid  program  cannot  be  sustained  unless   affordable   and 
appealing  private  market  financing  options  can   serve   to  keep  people 
for  using  those  benefits  unless  it  is  as  a  legitimate  last  resort. 

This   strategy   also  serves   to  mitigate  concerns   about  means-testing. 
By  linking  the  Partnership  incentive  to  Medicaid  (or  a  new  means 
tested   long-term  care   program)   the  constituency  for  the   means- 
tested  program  should   be  enhanced  rather  than  eroded.      This  can 
serve   to   limit  the  drift  toward  a  "two-tiered   system"   that  inevitable 
plagues   public   programs   that  operate  in  our  largely   private  market 
economy. 

Consumers   need   affordable  and  appealing   options   that  encourage 
them  to   save   for  these  expenses.      Incremental   strategies   that 
encourage   as   much   personal  responsibility   as  possible   are   necessary 
for  progress  to  be  made.     The  existence  of  a  government  program 
like  Medicaid  as  a  backup  makes  the  financing  structure'  of  long-term 
care  for  the  elderly  relatively  unique.     Building  on  Medicaid,  a  state 
centered   approach   allows  for  the  development  of  financing  reforms 
which  are  consistent  with  the  reality  of  economic  and  political 
considerations.     It  seems  that  the  logical  way  to  proceed  from  the 
structure  laid  out  in  the  Clinton  Plan  is  to  support  a  new  means 
tested  program  for  long-term  care  that  is  designed  to  compliment 
private  market  options.     The  experience  of  states  in  creating  and 
administrating   the  Partnership  Programs   could  provide   the   basis   for 
further  reform  of  the  current  system  along  these  lines. 
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ROBERT  WOOD  JOHNSON  FOUNDATION 
PARTNERSHIP  FOR  LONG-TERM  CARE 
Program  Overview 
With  assistance  from  The  Robert  Wood  Johnson  Foundation  foxir  states,  (CA,  CT,  IN, 
NY)  are  now  operating  public /private  partnerships  in  long-term  care.  The  partnerships 
finance  coverage  of  nursing  home  and  home  care  by  joining  Medicaid  with  private 
long-term  care  insurance.  The  combination  of  Medicaid  and  private  insurance  provides 
an  incentive  for  elders  to  purchase  insurance  that  is  commensurate  with  their  resources. 
Not  only  do  they  get  a  quality  insurance  benefit,  they  also  get  the  security  of  knowing 
they  will  not  have  to  spend  aU  of  their  assets  if  their  insurance  beneiits  run  out.  Once 
private  instirance  benefits  are  exhausted,  special  Medicaid  eligibility  rules  are  applied  if 
additional  coverage  is  necessary.  The  following  is  short  summary  of  partnership 
activity  in  each  state. 

Connecticut  was  the  first  state  to  make  partnership  policies  available  to  its  residents. 
Partnership  policies  went  on  sale  in  April  1992.  Over  1,700  applications  have  been 
received  and  more  than  1,300  policies  sold.  Seven  insurers  have  been  approved  to  sell 
partnership  policies  in  both  the  individual  and  group  markets. 

New  York  State  Parmership  Policies  went  on  sale  in  March  of  1993.  Seven  insurers 
have  been  approved  to  offer  individual  policies  and  one  insurer,  a  group  policy.  Over 
2,000  persorts  bought  Partnership  policies  in  the  first  nine  month  of  operations.  New 
York  is  stepping  up  its  education  efforts  with  a  number  of  brochures,  booklets  and 
television  spots. 

Indiana  was  the  third  state  to  begin  its  partnership  program.  Partnership  policies  went 
on  sale  in  the  summer  of  1993.  Nine  companies  have  been  approved  to  sell  individual 
policies.  More  than  4,000  insurance  agents  have  completed  15  hours  of  training  on  the 
parmership  program.  In  the  first  quarter  between  200-250  persona  bought  partnership 
policies.  ' 

California  is  well  on  its  way  toward  implementing  a  parmership  program.  The  target 
date  for  program  start-up  is  June,  1994.  Over  the  last  year  the  program  office  has 
modified  state  enabling  legislation,  revised  the  state's  Medicaid  state  plan,  and 
promulgated  program  regulations. 

ROBERT  WOOD  JOHNSON  FOUNDATION 

STATE  INITIATIVES  IN  LONG-TERM  CARE 

Program  Summary 

The  Foundation's  State  Initiatives  in  Long-Term  Care  program  helps  states  reform 
their  systems  of  long-term  care  financing  and  service  delivery.   The  overarching 
goal  of  this  $3.6  million  effort  is  to  broaden  access  to  long-term  care  coverage  within 
the  context  of  federal  and  state  health  care  reform. 

Over  the  last  several  years,  the  Foundation  has  invested  in  a  variety  of  projects  to 
design  new  chroruc  care  service  arrangements,  to  develop  new  financing  packages. 
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and,  in  four  states,  to  develop  new  insurance  partnerships  for  long-term  care.  The 
latter  work  has  advanced  the  thinking  of  both  private  industry  and  public 
policymakers  regarding  how  to  finance  long-term  care.  Under  this  new  effort,  the 
Foundation  will  support  between  five  and  seven  states  to  plan  and  implement 
projects  that: 
o    develop  a  stable,  long-term  financing  base  for  the  provision  of  long-tsrm  care  to 

those  who  are  now  frail  or  disabled; . 
o    develop  affordable  insurance  mechanisms  (public  and  private)  that  guarantee 

future  access  to  comprehensive  long-term  care  services; 
o    promote  the  availability  of  a  full  range  of  affordable  home  and  community- 
based  services  and  institutional  options  for  people  with  chronic  disorders;  and 
o    promote  the  integration  of  acute  and  long-term  care  services  for  people  with 
chronic  illi^ess  and  disabilities. 

The  broad  focus  of  this  Program  is  meant  to  encourage  states  to  consider  a  wide 
range  of  alternative  delivery  systems  and  financing  arrangements.   Fundamentally 
this  Program  will  be  judged  successful  only  if  it  prompts  states  to  design 
comprehensive  strategies  that  give  all  their  residents  a  sense  of  seciirity  about 
obtaining  and  paying  for  long-term  care. 

The  Program  consists  of  an  eighteen  month  planning  phase  and  a  followup 
implementation  phase.  By  the  end  of  the  planning  phase,  states  will  have:  (1) 
identified  the  reform(s)  they  wish  to  pursue;  (2)  analyzed  the  implications  for  long- 
term  care  access  and  costs;  and  (3)  outlined  specific  steps  necessary  to  implement 
them.   Implementation  funding  will  be  available  to  those  states  most  able  to  achieve 
measurable  and  significant  reforms  in  how  long-term  care  is  organized  and 
financed. 


Marc  A.  Cohen,  Ph.D. 
Principal,  LifePlans,  Inc. 


Introduction 


I  appreciate  the  oppommity  to  testify  today  before  the  Subcommittee  on  Aging  of  the 
Senate  Labor  and  Human  Resources  Committee  on  the  issue  of  home  and  community- 
based  care  for  disabled  Americans.  The  importance  of  these  hearing  cannot  be  stressed 
enough.  I  want  to  begin  my  testimony  by  stating  cleariy  that  I  favor  an  expansion  in  the 
financing  of  home  and  community-based  services  to  disabled  Americans  who  do  not  have 
available  the  means  for  financing  such  care  themselves.  I  applaud  the  fact  that  the  Health 
Security  Act  includes  community-based  long-term  care  benefits.  While  I  differ  with  the 
approach  being  advocated  by  the  Administration,  the  fact  that  the  issue  is  being  addressed 
by  this  Committee  as  well  as  others  shows  that  there  is  a  broad  commitment  to  improving 
the  system. 
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I  have  been  conducting  research  in  the  area  of  long-term  care  for  about  10  years  —  first  as 
a  Research  Associate  at  the  Health  Policy  Center  at  Brandeis  University  and  then  as  a 
Researcher  at  LifePIans,  Inc.  a  long-term  care  risk  management  and  research  company  in 
Massachusetts.  Among  other  things,  I  have  learned  that  fiscal  realities  as  well  as  the  need 
to  be  responsive  to  consumers  makes  mixed  public-private  systems  inevitable,  even  in  the 
context  of  expansions  in  public  programs.  This  is  true  not  only  in  America,  but  in  other 
countries  where  both  the  public  and  private  sectors  work  together  to  address  certain  social 
welfare  concerns. 

As  this  Subcommittee  focuses  on  a  possible  expanded  role  for  the  Federal  government  in 
financing  care  for  disabled  Americans,  the  cost,  equity,  and  eflBciency  implications  of  any 
proposal  must  be  weighed  carefially.  In  a  period  of  limited  resources,  as  well  as  a 
potentially  new  and  large  fiscal  commitment  on  the  part  of  the  government  to  assure  that 
all  Americans  are  insured  for  basic  acute  health  care  costs,  we  must  review  careftiUy 
alternative  more  targeted  approaches  to  LTC  financing  reforms.  For  this  reason,  I 
welcome  the  opportunity  to  testify  before  you  today. 

1.  Long-Term  Care  Financing 

Today,  the  vast  majority  of  government  expenditures  on  long-term  care  (LTC)  services 
are  spent  on  institutional  care.  This  is  in  spite  of  the  fact  that  most  fiinctionally  disabled 
individuals  live  in  the  community  and  wish  to  continue  doing  so.  While  there  are  a  number 
of  public  programs  such  as  Medicare  and  Medicaid  that  finance  home  and  community- 
based  care  for  certain  population  groups,  there  remains  a  perceived  imbalance  in  current 
funding  toward  institutional-based  care.  As  well,  the  Medicaid  program,  which  finances 
care  for  poor  disabled  individuals  is  implemented  very  differently  across  the  states  as 
evidenced  by  a  lack  of  uniform  eligibility  criteria  and  differing  service  coverages  for 
disabled  individuals.  This  results  in  both  horizontal  and  vertical  inequities  for  disabled 
individuals  within  and  between  states. 

Over  the  past  few  years  there  have  been  increasing  calls  for  reforming  the  financing 
of  home  and  community-based  care  and  a  number  of  Senators  and  Congressmen 
have  proposed  a  variety  of  bills  designed  to  increase  public  funding  for  such  care. 
There  seems  to  be  a  growing  consensus  that  expanding  home  and  community  care 
coverage  for  the  functionally  disabled  is  an  important  and  timely  policy  response  to 
their  changing  needs  as  well  as  to  their  changing  numbers—  more  and  more 
disabled  are  living  longer  in  the  community  with  more  chronic  illnesses. 

Yet,  these  calls  have  not  been  occurring  in  a  static  service  or  financing 
environment.  On  the  elderly  disabled  alone,  more  than  $10  billion  was  spent  on 
home  and  community-based  care  in  1992.  Moreover,  similar  spending  on 
community  alternatives  for  the  mentally  retarded  /developmentally  disabled  has 
grown  to  more  than  S2  billion.  For  both  the  Medicare  and  Medicaid  programs  the 
fastest  growing  budgetary  item  is  home  and  community-based  care.  In  fact,  over  a 
period  of  six  years,  Medicaid  expenditures  have  more  than  tripled  whereas 
Medicare  expenditures  have  increased  by  more  than  4  times  theu"  1987  levels.  The 
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current  HCFA  Administrator  estimates  that  by  1999,  Medicare  will  be  spending 
about  S23  billion  on  home  and  community-based  care:  a  doubling  within  a  six  year 
period.  Thus,  these  entitlement  programs  are  playing  increasing  important  roles  in 
financing  home  and  community  based  care. 

As  policymakers  think  through  the  structure  of  a  new  or  reformed  financing 
program  for  home  and  community-based  care,  two  important  objectives  must  be 
balanced:    the  necessity  of  targeting  benefits  to  those  most  in  need  and  the 
requirement  that  expenditures  be  controlled  or  at  the  very  least,  controllable. 
Moreover,  there  needs  to  be  a  recognition  of  the  fact  that  there  is  a  rapidly 
developing  private  insurance  market  for  such  care.  Over  the  past  five  to  seven 
years,  private  insurers  have  been  selling  long-term  care  insurance  policies,  many  of 
which  now  cover  a  broad  range  of  home  and  conununity-based  services. 

2.  Summary  of  Long-Term  Care  Provisions  Under  the  Health  Security  Act 

On  October  27,  1993  the  President  unveiled  his  American  Health  Security  Act  to 
Congress.  While  the  focus  of  the  act  was  clearly  on  the  financing  and  delivery  of  acute 
care  services,  Long-Term  Care  (LTC)  was  also  addressed  in  the  proposal.  More 
specifically,  the  President  proposed  five  reforms  of  the  public  and  private  LTC  system. 
These  included: 

(1)  the  establishment  of  a  new  home  and  community-based  services  program  for 
individuals  with  severe  disabilities; 

(2)  improvements  in  Medicaid  coverage  for  institutional  LTC  services; 

(3)  standards  to  encourage  the  development  of  high  quality  private  LTC  insurance 
and  the  provision  of  tax  incentives  to  encourage  people  to  buy  such  insurance; 

(4)  tax  incentives  designed  to  help  individuals  with  disabilities  work;  and 

(5)  a  demonstration  study  intended  to  pave  the  way  towards  greater  integration  of 
acute  and  long-term  care  services. 

Clearly,  the  President's  proposal  is  sweeping  in  that  it  attempts  to  redress  the  long- 
standing public  bias  in  favor  of  financing  institutional  care  while  at  the  same  time 
encouraging  a  greater  private  sector  role  in  financing  such  care.  The  philosophical 
underpinnings  of  the  President's  approach  is  that  in  the  area  of  LTC  financing,  both  the 
public  and  private  sertors  have  important  roles  to  play. 

The  most  comprehensive  proposed  reform  is  the  new  Home  and  Community-Based 
Service  Program.  The  Act  significantly  expands  home  and  community  based  services  for 
individuals  with  severe  disabilities  without  regard  to  income  or  age.  This  is  done  in  the 
framework  of  a  federal-state  partnership.  Those  receiving  benefits  under  the  program 
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would  include  the  elderly  disabled,  non-elderly  disabled,  individuals  with  mental 
retardation  and  other  developmental  disabilities,  and  technology-dependent  children. 

The  program  is  designed  to  supplement  rather  than  replace  other  state  and  federal 
programs  covenng  home  and  community-based  care.  For  example,  individuals  with  mild 
disabilities  who  currently  receive  care  under  the  Medicaid  program  would  continue  to 
receive  such  care.  Moreover,  Medicare  would  continue  to  fii.ance  the  needs  of  eligible 
individuals. 

Perhaps  most  importantly,  the  program  is  designed  (or  intended)  to  provide  an 
entitiement  to  states  and  not  to  individuals.  That  is,  the  only  services  to  which  all 
disabled  individuals  are  entitled  include  an  assessment,  care  plan  and  personal  assistance 
services  with  aaivities  of  daily  living  (ADLs).  States,  on  the  other  hand,  would  be 
required  to  develop  plans  outlining  which  services  they  would  provide. 

Federal  funding  for  the  new  program  would  be  phased  in  between  the  years  of  1996  and 
2003.  The  annual  costs  of  the  program  by  2003  are  expected  to  approach  $50  billion  of 
which  about  S3  9  billion  would  be  paid  for  by  the  Federal  government.  The 
administration's  current  estimate  is  that  roughly  3.1  million  individuals  living  in  the 
community  would  qualify  for  the  program  in  1996. 

The  President's  attempt  to  begin  to  address  current  inadequacies  in  public  financing  for 
home  and  community-based  care  is  commendable.  Yet,  while  I  share  the  Plan's  broad 
objective  of  greater  public  financing  for  home  and  community-based  care,  I  do  have 
serious  concerns  related  to  equity,  cost  and  efficiency.  I  will  expand  on  these  concerns  as 
I  outline  an  alternative  for  your  consideration. 

3.  An  Alternative  to  the  Home  and  Community-Based  Services  Program  of  the  Health 
Security  Act 

At  LifePlans,  we  have  been  working  with  a  coalition  of  insurers  and  provider  groups  to 
develop  an  alternative  program  for  financing  care  to  disabled  Americans.  The  proposal 
that  I  want  to  put  before  you  seeks  to  create  a  national  financing  program  for  poor  and 
near  poor  disabled  individuals.  National  eligibility  criteria,  implemented  at  the  state  level, 
would  be  based  on  the  functional  and  cognitive  status  of  individuals  as  well  as  on 
their  level  of  financial  resources.  The  program  would  begin  to  integrate  the  financing  of 
home  based  and  institutional  care  services  by  promoting  uniform  income  and  asset 
eligibility  thresholds.  .'Vn  individual  will  be  eligible  to  receive  benefits  under  the  program  if 
he/she: 

•  requires  active  or  stand-by  assistance  in  at  least  two  of  six  activities  of  daily  living  for 
a  period  of  at  least  100  days; 

•  is  moderately  cognitively  or  mentally  impaired; 

•  is  severely  or  profoundly  mentally  retarded; 

•  is  a  technologically  dependent  child; 
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•     has  income  up  to  150%  of  the  poverty  level  and  non-housing  assets  of  $12,000  or  less. 

The  proposal  would  establish  a  Federal-state  partnership  in  the  context  of  a  globally 
budgeted  program  with  internal  budget  caps  for  different  groups  served  by  the  program. 
These  would  be  based  on  the  number  of  program  eligibles  and  an  estimate  for  the  per 
capiu  costs  of  paying  for  services  to  meet  their  needs.  Individuals  would  be  guaranteed 
access  to  a  set  of  services  that  would  qualify  for  reimbursement  when  used  by  program 
eligibles.  This  "home  and  community-care  service  basket"  would  contain  services  needed 
to  meet  the  needs  of  the  diverse  groups  served  by  the  program  and  should  include:  an 
assessment,  care  plan,  home  health  aide  services,  skilled  home  care,  home-maker  and 
chore  assistance,  respite  care,  adult  day  care,  habilitation  and  rehabilitation  services  and 
assistive  devices.  States  could  choose  to  make  available  additional  services  beyond  these 
services. 


Under  the  Alternative  program  that  I  am  suggesting,  those  with  incomes  up  to  150%  of 
poverty  will  be  entitled  to  receive  a  comprehensive  array  of  home  and  community  based 
services  subject  to  the  limits  of  the  budget  provided  to  finance  such  services.'  This 
assures  proper  targeting  of  pubUc  resources.    By  setting  the  income  limits  1 .5  times 
greater  than  the  poverty  line,  the  program  will  protect  those  at  the  greatest  risk  of  being 
institutionalized  because  they  lack  the  financial  resources  to  sUy  in  the  community. 
Research  indicates  that  individuals  with  low  financial  and  non-financial  resources  are  more 
likely  to  be  placed  in  institutions  than  individuals  with  higher  resource  levels. 

The  Alternative  program  seeks  to  achieve  both  macro-level  and  micro-level  efficiencies. 
Macro  level  efficiencies  will  be  achieved  by  setting  global  budget  caps  based  on  per  capita 
costs  and  numbers  of  program  eligibles.  These  amounts  will  be  set  in  a  manner  that  will 
ensure  adequacy  of  services  but  will  provide  an  incentive  to  states  to  closely  monitor 
program  implementation.  The  notion  of  a  budga  cap,  which  is  imbedded  in  the  Health 
Security  Act  is  the  right  one:  without  it,  there  is  a  danger  that  states  will  not  be  able  to 
manage  resources  and  expenditures  will  grow  at  a  rate  that  will  outstrip  the  public  ability 
to  finance  them.  Micro-level  efficiencies  will  be  achieved  by  an  emphasis  on  benefit 
management  ("case  management").  Individual  beneficiaries  will  be  required  to  have  a  plan 
of  care  developed  by  an  experienced  case  manager  who  will  also  be  responsible  for 
coordinating  between  different  programs  and  triaging  patients  to  the  most  appropriate  care 
setting. 

The  establishment  of  closely  aligned  financial  eligibility  criteria  for  institutional  care 
(financed  by  Medicaid)  and  home  and  community-based  care  eliminates  the  financial  bias 
in  favor  of  the  former.  The  disability  criteria  for  the  receipt  of  home  and  community  based 
care  services  is  somewhat  more  lenient  than  what  may  typically  be  employed  by  states  for 
nursing  home  care.  This  formulation  specifically  recognizes  that  home  and  community 
based  care  and  nursing  home  care  are  not  perfect  substitutes  and  that  if  moderately 


'  In  1990.  the  poverty  level  for  single  individuals  was  SS.947  and  for  couples  this  figure  was  S8.076.  A 
threshold  of  1 50%  of  poverty  is  about  S  I.OOO  per  month  for  a  couple  and  also  about  three  tunes  the 
Federal  SSI  allowance. 
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impaired  individuals  are  treated  in  a  timely  basis  in  the  community,  this  may  delay  or 
prevent  reliance  on  more  costly  institutional  care. 

We  estimate  that  1.54  million  individuals  will  qualify  for  benefits  under  the  program  in 
1996  and  this  number  will  grow  to  1.7  million  by  the  year  2003,  The  largest  beneficiary 
group  is  the  elderly  (71%)  who  comprise  the  majority  of  poor  disabled  individuals  living  in 
the  community.  The  mentally  retarded/developmentally  disabled  (MR/DD)  population  and 
technologically  dependent  population  comprise  another  17%  of  eligibles.  Total  service 
users  grows  fi-om  about  1.3  million  in  1996  to  about  1.5  million  by  2003. 

The  total  costs  of  the  program  are  $18.5  billion  in  1996  increasing  to  $29  6  billion  by 
2003.  (See  Table  1)  When  fully  implemented,  the  cost  of  this  program  are  40%  lower 
than  the  total  costs  of  the  Administration's  proposal.  It  is  important  to  note,  however,  that 
roughly  30%  of  current  Medicaid  beneficiaries  will  qualify  for  the  new  program. 
Therefore,  their  care  represents  a  net  shift  in  costs  firom  the  Medicaid  program  to  the  new 
program.  Also  55%  of  the  MR/DD  population  will  also  shift  fi-om  Medicaid.  Thus,  the 
net  additional  increase  in  government  expenditures  is  closer  to  $20  billion  in  2003  whereas 
the  net  additional  expenditures  for  the  Administration's  proposal  are  closer  to  $42  billion. 
Again,  the  costs  of  the  Alternative  program  are  about  half  the  costs  of  the  Administration 
plan.  (See  Figure  1). 

About  $13,500  annually  will  be  spent  on  program  recipients.  However,  because  the 
annual  costs  of  care  for  the  MR/DD  population  are  roughly  3  times  greater  than  for  the 
elderiy  -  about  $3 1,000  compared  to  $9,200  in  1996-  the  former  will  receive  a 
disproportionate  share  of  the  benefits.  Nevertheless,  elderiy  and  non-elderly  disabled 
individuals  do  stand  to  benefit  fi-om  increased  per  capita  spending.  Of  course,  a  greater 
number  of  individuals  in  all  of  the  different  eligibility  categories  will  also  be  served  by  the 
program. 

4.  Differences  between  the  Administration  Plan  and  the  Alternative  Progam 

While  both  plans  are  designed  to  encourage  an  expansion  in  the  financing  of  home  and 
community-based  care  for  disabled  Americans,  there  are  some  important  differences  that 
relate  to  the  way  in  which  program  benefits  are  distributed,  the  role  of  the  public  and 
private  sectors  in  financing  long-term  care,  and  the  costs  of  alternative  programs.  I 

would  like  to  briefly  higtilight  some  of  the  major  differences  between  the  two  approaches. 

A  major  difference  between  the  Administration's  Plan  and  the  Alternative  I  have  presented 
here  is  that  the  former  proposes  to  pay  benefits  to  all  disabled  individuals  without  regard 
to  their  level  of  financial  need  whereas  the  latter  is  means  tested.  Given  the  multitude  of 
social  problems  facmg  this  country,  as  well  as  budgetary  realities,  it  is  important  to 
assure  that  public  dollars  are  well  targeted.  It  is  important  to  note  that  the 
Administration  Plan  would  allocate  more  than  half  of  all  new  benefits  to  disabled 
individuals  with  incomes  in  excess  of  200%  of  the  poverty  line.  Thus,  program 
dollars  will  be  spent  on  individuals  many  of  whom  could  afford  to  pay  for  care  themselves, 
or  pay  for  pnvate  alternatives  for  financing  such  care;  the  result  is  that  certain  existing 
financing  inequities  may  be  exacerbated. 
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In  contrast,  by  design  the  Alternative  Program  would  allocate  all  benefits  to 
individuals  with  incomes  less  than  150%  of  the  poverty  line.  (See  Figure  2) 

The  AJtemative  Proposal  that  I  am  outlining  here  seeks  to  clearly  define  public  and  private 
roles.  Without  question,  one  of  the  most  important  tasks  facing  health  policy  makers  as 
they  grapple  with  health  care  refonn  is  to  define  the  boundaries  and  roles  of  the  public  and 
private  sectors  in  meeting  the  LTC  needs  of  the  elderiy.  The  philosophical  underpinning 
of  this  proposal  is  that  the  government  should  address  the  problems  faced  by  those  who 
cannot  afiTord  to  protect  themselves  against  LTC  expenses  because  of  inadequate  financial 
resources.  In  the  context  of  scarce  resources,  I  am  concerned  that  over  time,  especially  as 
the  baby-boom  generation  begins  to  retire  in  2010,  benefits  will  be  spread  a  mile  wide 
and  an  inch  deep.  Inevitably,  the  poor,  for  whom  such  benefits  would  comprise  the 
majority  of  available  help,  would  be  hurt  the  most. 

I  believe  that  for  the  segment  of  the  population  with  adequate  incomes  and  assets, 
responsibility  rests  with  individuals  and  their  families.  Such  individuals  can,  if  they  so 
choose,  insure  themselves  against  the  costs  of  home  and  community-based  care  through 
the  purchase  of  private  LTC  insurance  policies.  This  is  consistent  with  the  President's 
desire  that  individuals  assume  personal  responsibility  and  that  individuals  be  provided 
incentives  to  purchase  private  long-term  care  insurance. 

Yet,  the  program  as  it  is  currently  configured,  may  actually  distort  the  market  for 
private  insurance.  If  individuals  come  to  believe  that  the  government  is  going  to 
guarantee  financing  for  a  comprehensive  set  of  home  and  community  based  services,  there 
will  be  little  incentive  to  purchase  private  coverage  for  these  services.  If  it  were  true  that 
the  government  was  committed  to  providing  services  to  everyone  on  the  basis  of  need, 
and  that  the  publicly  financed  services  would  be  sufficient  to  cover  real  need,  then  one 
could  argue  that  there  is  no  role  for  private  insurance  in  financing  home  and  community 
based  services.  However,  it  is  clear  fi-om  the  program  configuration,  as  well  as  the 
strategy  of  implementation,  that  no  such  commitment  is  contained  in  the  Administration's 
proposal.     In  &ct,  the  confiision  about  the  plan  is  likely  to  lead  individuals  to  believe  that 
substantial  public  financing  is  "just  around  the  comer"  and  that  they  need  not  take 
personal  responsibility  for  insuring  themselves  against  these  costs.  The  effect,  at  least  in 
the  short  term,  could  be  that  fewer  individuals  choose  to  protect  themselves  against 
catastrophic  long-term  care  costs. 

Second,  the  Administration  proposal  creates  the  impression,  at  least  among  potential 
beneficiaries,  that  a  broad  range  of  home  and  community  based  services  will  be  made 
available  to  meet  their  needs.  While  the  program  cleariy  defines  who  are  potential 
program  beneficiaries,  aside  fi'om  the  promise  of  an  assessment,  care  plan  and  personal 
services,  digible  individuals  cannot  be  certain  about  the  package  of  services  they 
will  be  able  to  access  (if  adequate  funds  are  available).  It  will  be  difficult,  then  for  people 
to  know  the  type  and  level  of  benefits  they  will  be  able  to  access  over  time. 

Because  there  is  an  entitlement  to  states  to  receive  funds  rather  than  to  disabled 
individuals  to  access  specific  services,  the  end  result  is  likely  to  be  widely  differing  levels 
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of  services  being  provided  to  individuals  with  similar  levels  of  disability.  States  could 
choose  to  opt  out  of  the  program,  could  choose  to  provide  a  very  meager  set  of  services 
designed  to  exclude  certain  population  groups,  or  could  choose  not  to  allocate  all 
resources  toward  the  program.  Given  the  fiscal  pressures  on  states,  such  actions  are  not 
inconceivable,  even  in  the  presence  of  a  more  generous  federal  match  than  that  which  is 
currently  available  under  Medicaid. 

In  contrast,  the  Alternative  Plan  creates  an  "access  entitlement"  to  poor  and  near-poor 
individuals  rather  than  a  budgetary  entitlement  to  the  states.  A  minimum  "home  and 
community-care  service  basket"  would  have  to  be  made  available  to  eligible  individuals  on 
a  national  basis. 

Third,  the  7-year  phase-in  strategy  is  designed  to  enable  states  to  develop  adequate 
infrastructure  to  meet  the  anticipated  demand  for  services  among  the  covered  population. 
Yet,  the  phase-in  strategy  will  present  particularly  difHcult  problems  for  states.  On 
the  one  hand,  severely  disabled  individuals  who  are  not  currently  receiving  publicly-funded 
services  will  believe  that  they  can  now  access  needed  services  with  the  help  of  public 
funds.  On  the  other  hand,  for  the  first  five  years  of  the  implementation,  the  program 
will  be  grossly  under-funded  to  meet  projected  needs.  Not  only  will  expectations  go 
unmet,  but  the  pressure  on  the  states  to  provide  meaningful  coverage  will  be  enormous.  In 
addition,  given  current  fiscal  challenges,  there  is  no  guarantee  that  sutes  will  take 
advantage  of  the  phase-in  period  to  develop  their  service  capacity.  This  is  especially  true 
in  light  of  the  fact  that  they  are  not  required  to  provide  a  comprehensive  minimum  set  of 
services  to  meet  the  needs  of  ail  populations. 

By  design,  we  propose  that  the  Alternative  program  not  be  phased-in  but  that  the 
projected  funds  necessary  to  meet  the  needs  of  the  eligible  population  be  made 
available  at  the  time  of  program  implementation.  Whether  this  is  in  1996  or  1997  is  of 
far  less  importance  than  the  question  of  adequate  funding  for  the  program  once 
implemented. 

Both  plans  cover  a  number  of  different  population  groups.  The  level,  intensity,  duration, 
and  nature  of  care  needed  by  these  groups  can  vary  significantly.  While  elders  with 
functional  and  cognitive  disabilities  might  need  personal  care  or  homemaker  services, 
children  who  are  dependent  on  technology  to  stay  in  the  community  would  require  higher 
levels  of  skilled  care  in  the  community  and  the  young  disabled  may  require  more 
vocational  training.  Also,  eligibility  measures  that  work  well  in  describing  the  disability 
needs  of  the  elderly,  for  example,  may  not  be  as  effective  in  identifying  the  needs  of  the 
non-elderly  disabled.  An  example  is  the  mentally  retardedydevelopmentaily  disabled  who 
have  limitations  in  Instrumental  Activities  of  Daily  Living  (LADLs)  like  managing  money 
and  housekeeping,  but  may  have  few  limitations  in  ADLs. 

By  attempting  to  "lump  together"  these  four  groups  into  a  single  capped  program,  it  is 
possible  that  the  service  plans  developed  by  states  will  be  inadequate  to  address  diverse 
sets  of  needs.  Moreover,  competition  between  these  groups  for  limited  public 
resources  may  result  in  additional  service  inequities  as  some  groups  go  unserved  so 
that  others  can  be  served.  It  is  noteworthy  that  70%  of  program  recipients  are  the 
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elderly.  The  expected  annual  services  costs  per  disabled  elder  is  roughly  S9,000  (1996) 
whereas  the  expected  costs  per  mentally  retarded/developmentaily  disabled  individual  are 
expected  to  be  $3 1,000.  Where  will  a  state  choose  to  expend  its  funds  when  it  can  serve 
three  elders  for  every  one  mentally  retarded  or  developmentally  disabled  individual? 

As  a  way  to  deal  with  this  problem,  the  Alternative  Plan  proposes  that  separate 
expenditure  caps  be  maintained.  For  example,  an  overall  budget  will  be  provided  to 
states  to  serve  eligible  populations  but  within  that  budget,  internal  caps  would  be 
established  for  some  groups. 

Fifth,  the  Administration's  proposal  defines  public  and  private  responsibilities  by  dividing 
the  market  for  LTC  services:  the  government  assumes  overall  responsibility  for  home  and 
community  based  services  whereas  private  insurers  assume  responsibility  for  insuring  the 
market  for  nursing  home  care  for  middle  and  upper-income  individuals.  Such  a  division 
could  lead  to  a  variety  of  market  distortions.  For  example,  because  of  the  relatively 
high  federal  match,  states  would  have  an  incentive  to  shift  people  fi-om  the  Medicaid 
program  to  the  new  program:  this  would  include  individuals  appropriately  placed  in  a 
nursing  home.  The  new  program  may  result  in  individuals  being  inappropriately  placed  in 
the  community  as  a  state  tries  to  "save"  Medicaid  dollars  which,  fi-om  the  states 
perspective,  are  more  "costly"  than  new  program  dollars. 

Also,  by  splitting  up  the  market  by  LTC  servic  types,  there  may  be  discontinuities  in 
the  continuum  of  care  for  individuals  who  require  different  sets  of  services  at 
different  times.  Fmally,  it  will  be  extremely  difficult  for  long-term  care  insurers  to  carve 
out  policy  coverages  that  complement  the  public  coverages  for  care.  This  could  lead 
insurers  to  desist  fixjm  marketing  policies  that  provide  meaningful  home  and  community- 
based  care  coverage  to  individuals. 

The  Alternative  Plan  divides  the  market  in  terms  of  population  groups  and  not  in  terms  of 
the  specific  types  of  services  that  are  to  be  financed  by  the  public  and  private  sector. 

Finally,  there  is  the  issue  of  cost.  The  Administration  has  estimated  the  costs  of  its 
proposal  to  be  S50  billion  in  2003  of  which  the  Federal  share  of  the  cost  is  estimated  to  be 
about  S3  9  billion  whereas  the  Alternative  proposal  costs  40%  to  50%  less.    Given 
available  data,  assumptions  about  expeaed  participation,  inflation,  and  benefit  levels, 
these  estimates  are  reasonable  and  honest  attempts  to  present  likely  program  costs. 
However,  it  should  be  mentioned  that  these  estimates,  like  others  are  very  sensitive  to 
assumptions  about  changes  in  service  intensity,  whether  or  not  there  will  be  shifts  of 
individuals  fi'om  nursing  homes  into  the  community,  the  cost  of  home  and  community- 
based  care,  and  whether  less  disabled  individuals  will  be  able  to  qualify  for  the  program. 
Even  minor  miscalculations  in  any  or  all  of  these  parameters  could  result  in  the  need  for 
additional  expenditures  of  10%  to  15%  to  fund  the  needs  of  the  population.     Even  in  the 
presence  of  budget  caps,  there  could  be  substantial  pressure  to  increase  budgets  to  meet 
this  need. 
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Conclusions 


The  Administration's  proposal  for  expanding  home  and  community-based  services  for 
disabled  Americans  is  important  because  it  keeps  the  needs  of  disabled  Americans  high  on 
the  policy  agenda.  Yet,  as  Congress  moves  forward  in  the  general  area  of  health  reform 
and  the  specific  area  of  long-term  care  financing  reform,  it  is  important  to  consider 
alternatives,  especially  those  that  target  comprehensive  benefits  on  disabled  individuals 
who  do  not  have  available  private  alternatives  and  cannot  be  expected  to  assume  personal 
financial  responsibility  for  financing  care.  The  Alternative  Plan  that  I  have  presented  today 
does  just  this  for  roughly  half  of  the  cost  of  the  Administration's  plan.  Moreover,  benefits 
are  distributed  to  individuals  who,  in  the  absence  of  such  benefits  (and  due  to  a  lack  of 
financial  resources),  are  more  likely  to  end  up  using  costly  institutional  care.  Thus,  for 
equity,  cost  and  efficiency  considerations,  the  Alternative  plan  presented  here  deserves 
consideration  by  this  subcommittee  and  of  the  Congress  as  a  whole. 

Table  1:  Program  Costs  for  Coalition  Proposal:  1996-2003  (Billions)^ 


Budget 
Year 

Total  Program 
Costs 

Program  Costs 
Up  to  100% 
Poverty 

Program  Costs 
100%  to 
150%  Poverty 

Net  Additional 
Expenditures^ 

1996 

$18.5 

$9.8 

$8.7 

$12.5 

1997 

$19.9 

$10.5 

$94 

$13.4 

1998 

$21. 3 

$11.3 

$10.0 

$14.4 

1999 

$22.8 

$12.1 

$10,7 

$15.5 

2000 

$24,4 

$12.9 

$11.5 

$16.6 

2001 

$26.0 

$13.8 

$12.2 

$17.8 

2002 

$27.7 

$14.7 

$13.0 

$18.9 

2003 

$29.6 

$15.7 

$13.9 

$20,3 

Source:  LifePlans  Long-Term  Care  Services  Utilization  Model. 


2  Total  program  costs  mclude  the  costs  of  assessments  ,  care  plans,  all  other  service  costs  and 
administrative  expenses  which  are  estimated  to  be  10%  of  service  costs.  These  expenditures  will  be 
financed  by  the  federal  and  state  governments. 

'  Roughly  30%  of  current  Medicaid  beneficiancs  will  quaiiiy  for  the  new  program.  Therefore,  their  care 
repirsents  a  net  shift  in  costs  from  the  Medicaid  program  to  the  new  program.  Also  55%  of  the  MR/DD 
population  will  also  shift  firom  Medicaid.  Because  of  the  lack  of  data  on  the  income  and  asset  status  of  the 
technology  dependent,  they  are  not  treated  as  pan  of  the  overlap  popiilauon.  To  evaluate  net  additional 
expenditures  on  home  and  commumty-based  care,  one  must  subtiaa  thcs  "Medicaid  overlap*  groups  firom 
the  eligible  population  and  recalculate  program  expenditures. 
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Figure  1:  Comparison  of  Projected  Total  Expenditures  for  Alternative 
Home  and  Community-Based  Services  Program,  1996-2003 


■  Administration's  Plan  □  Alternative  Plan 


Source:  LifePIans.  Long-Term  Care  Services  Utilization  Model;  Robyn  Stone,  Deputy  Assistant  Secretary 
of  Health  and  Human  Services,  Presentation  to  the  9th  Annual  Private  Long-Term  Care  Conference. 
Baltimore,  Maryland,  February  9th- 11th. 

Note:  While  these  represent  total  program  costs,  it  is  important  to  note  that  there  is  a  Medicaid  offset  as 
some  individuals  currenUy  receiving  Medicaid  services  will  shift  out  of  that  program  and  into  the  new 
program.  In  the  year  2003.  this  figure  is  projeaed  to  be  about  $7-8  billion  for  the  Admimstxation's  plan 
and  about  S8-9  billion  for  the  Altemabve  proposal. 


Figure  2:  Distribution  of  Program  Benefits  by  Poverty  Line,  1996 
(Includes  Medicaid  Overlap  Population) 


«o« 


Source:  LifePIans,  Long-Term  Care  Services  Utilization  Model 
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KaelcgTOund 

The  CoBBunity  Options  Prograa  was  the  product  of  nearly  thrae  years  of 
collaborative  planning  by  agencies  responsible  for  the  long  tern  care  of  elderly 
and  other  disabled  individuals,  an  effort  aimed  at  substantial  refom  of  a 
state's  long  tens  care  systen.  The  prevailing  long  tern  care  arrangement  was 
characterized  by  an  overvheming  bias  in  favor  of  institutional  care  In  nursing 
homes,  by  fragmentation  of  limited  community -based  services,  and  by  •  practice 
of  fitting  consumers  Into  existing  local  services  rather  than  fitting  the 
services  to  meet  the  unique  needs  of  consumers. 

The  impetus  for  change  in  the  state's  long  tern  care  system  came  from  a 
skyrocketing  bill  for  nursing  home  care  (Increasing  $100  million  per  year  at 
its  peak  in  1979-81)  and  the  demographics  of  the  elderly  population,  particularly 
the  over  age  85  population  which  has  been  increasing  at  a  rate  of  2Z  per  year. 
The  staggering  cost  of  long  term  care  was  a  bitter  pill  when  public  officials 
realized  that  very  few  citizens  liked  the  system  and  most  were  looking  for 
something  quite  different.  Every  sign  pointed  to  the  need  for  a  refom  effort 
that  redirected  resources  to  a  less  costly  system  of  care  which  corresponded  more 
closely  to  the  aspirations  of  older  citizens  and  their  kin.  I 

The  Community  Options  Program  had  to  overcome  three  prevailing  attitudes. 
First,  there  was  a  view  that  nursing  home  care  was  necessary  for  many 
individuals,  despite  the  fact  the  persons  with  strong  family  supports  were 
frequently  thriving  in  community  settings  although  their  service  requirements 
matched  those  of  nursing  home  residents.  Secondly,  there  existed  a  willingness 
to  fund  comprehensive  care  in  institutional  settings  (using  public  funds  for 
housekeeping,  equipment,  facility  maintenance,  recreation,  supervision  as  well 
as  nursing)  while  funding  for  community  care  was  limited  to  certain  defined 
service  categories  which  might  or  might  not  meet  all  the  Identified  needs  of  a 
consumer.  Lastly.  It  was  accepted  that  health  care  programs  could  operate  on 
a  reimbursement  basis,  but  social  service  agencies  had  to  receive  grants  which 
guaranteed  then  a  certain  level  of  funding  (and  clients)  annually,  thereby 
entitling  providers  to  a  budgeted  level  of  resources  but  not  assuring  consumers 
appropriate  services. 

All  of  these  assumptions  led  to  the  design  and  funding  of  providers  (to 
whom  consumers  were  referred).  A  new  approach  would  design  and  fund  consumer 
plans  of  services,  based  on  Individualized  needs  and  preferences,  with  an  array 
of  choices  of  providers  and  service  settings. 

The  Community  Options  Program  also  had  to  try  to  overcome  a  whole  series 
of  perverse  financial  Incentives  at  work  In  the  system.  First,  the  federal 
government's  funding  mechanisms  acted  to  encourage  the  construction  and  use  of 
nursing  homes.  Madicare,  the  federal  social  Insurance  program  for  retirement 
age  and  some  younger  disabled  persons,  pays  virtually  nothing  for  any  kind  of 
long  tern  care.  Medical  Assistance  (or  Medicaid),  the  federal  (with  limited 
scata  cost- sharing)  medical  insurance  program  for  poor  people  of  all  ages,  covers 
nursing  home  care,  but  only  very  limited  home  care.  In  the  dacada  following 
enactnanc  of  the  Medical  Assistance  entitlement  to  nursing  home  care,  the  number 
of  nursing  home  beds  in  Wisconsin  nearly  doubled  ••  from  23,000  to  52.000  beds. 
Naturally,  utilization  patterns  followed  funding  patterns;  utilization  of  nursing 
hones  skyrocketed  in  the  1970' s,  while  home  care  languished. 

At  the  local  level,  similar  Incentives  further  encouraged  nursing  home 
use,  especially  for  frail  elderly  persons.  Local  county  govemnents  have  no 
financial  stake  in  a  decision  to  place  an  elderly  person  In  a  nursing  home, 
since  the  public  funding  source  for  such  care  is  the  federal -state  Medical 
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Assisc«nce  progran.  County  governments  do,  however,  administer  virtually  all 
social  service  programs,  including  In-home  services  for  elderly  and  disabled 
persons.  Prior  to  COP,  there  was  a  county  match  on  this  program  funding.  The 
incentive  for  the  county  was  thus  to  serve  less  severely  disabled  persons  with 
their  broad  social  service  funding,  and  look  the  other  way  when  nursing  home 
care  was  recommended  for  a  very  frail  or  disabled  elder. 

Finally,  at  the  consumer  level,  there  was  comprehensive  coverage  for 
nursing  home  care  through  Medical  Assistance,  at  least  for  the  poor  (a  criterion 
one  neats  quickly  if  paying  out-of-pocket  for  expensive  institutional  care). 
Since  government  funding  for  home  care  was  virtually  non-existent,  consumers  with 
few  personal  resources  had  little  choice  about  where  to  receive  care. 

Ic  was  impossible  for  a  state-funded  program  to  completely  reverse  all 
these  fiscal  disincentives  to  the  use  of  home  care  rather  than  Institutional 
care  for  severely  disabled  persons.  Nevertheless,  the  design  of  the  Community 
Options  Program  works  to  at  least  moderate  their  effects,  and  where  possible, 
to  reverse  them, 
frgferences  for  Long  Term  Care 

Our  understanding  of  the  preferences  for  long  term  care  of  Vlsconsin's 
older  population  were  confirmed  in  the  state's  1986  Health  Status  Survey.'  This 
telephone  survey  of  over  6,000  Wisconsin  households  asked  respondents  aged  UO 
and  over  where  they  would  prefer  to  stay  under  seven  different  scenarios 
describing  limitations  in  health  and  functioning.  (See  Table  1.)  For  example, 
the  first  question  asks:  "If  you  were  too  frail  to  do  household  tasks  or  prepare 
a  meal,  given  your  choice,  would  you  prefer  to  stay  in  your  own  home,  go  to  a 

nursing  home,  or  someplace  else?"  If  the  respondent  answered,  'someplace  else* 
he  or  she  was  asked,  'what  type  of  place  did  you  have  in  mind?" 

The  hypothetical  situations  varied  regarding  the  extent  of  medical  care 
needed,  mental  or  physical  limitations  experienced,  and  availability  of  family 
and  friends.  Like  all  opinion  data,  one  cannot  be  sure  that  preferences  will 
hold  In  actual  decision-making  experiences.  However,  the  results  illustrate 
the  citizen  mandate  for  community  options. 

For  all  scenarios  moat  people  stated  that  they  would  prefer  the  two 
alternatives  suggested  to  them:  their  own  hoae  or  a  nursing  home.  Different 
coismunlty  alternatives  were  seldom  mentioned;  and  people  rarely  wanted  to  move 
in  with  family:  the  percent  wishing  to  live  with  relatives  ranged  from  a  low 
of  two  percent  to  a  high  of  only  five  percent.  Therefore,  this  analysis  compares 
preferences  for  own  home,  relatives  or  community  living  with  those  for  nursing 
home  or  hospital  care. 

Table  1.  shows  the  responses  to  the  seven  preference  questions.  Eighty* 
five  percent  of  respondents  wanted  to  stay-  at  home  once  they  were  too  frail  co 
do  household  tasks  or  prepare  a  meal.  Even  when  they  were  unable  to  take  care 
of  their  most  basic  and  personal  needs  (bathing  and  feeding  themselves),  4SZ 
still  wanted  to  remain  at  home.  This  is  particularly  remarkable  considering  that 
most  respondents  probably  knew  little  about  what  long  term  care  options  were 
available  aside  from  nursing  home  care  or  home  care  provided  by  a  family  member. 

Table  1.  also  shows  that  people  are  not  afraid  to  remain  at  home  even  when 
their  medical  needs  are  high  (le.  when  they  have  a  terminal  illness  or  an 
unstable  medical  condition).  In  fact,  those  scenarios  ranked  second  and  third 
In  terms  of  the  proportion  expressing  a  preference  to  remain  at  home.  Yet  our 
health  care  system  is  set  up  in  Just  the  reverse  manner.  The  greater  the  medical 
care  need  the  more  likely  care  is  to  be  provided  in  a  nursing  home  or  hospital. 
In  Wisconsin  today,  the  state  still  spends  nine  dollars  on  institutional  care 
for  the  elderly  for  every  one  dollar  spent  on  home  and  community  care.^ 


^Thls  discussion  of  preferences  relies  heavily  on  "Preferences  for  Long- 
Term  Care",  in  OW^r  PergqnS  in  Vtg<;9nffin- Health  Starl^rfr.   Wisconsin 

Department  of  Health  and  Social  Services,  Division  of  Health,  Center  for  Health 
Statistics,  June  1989. 

^"The  Aging  of  Wisconsin's  Population;    the  next  decade",  Wisconsir) 
Counties,  p.  19,  April  1989. 
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Respond«nCs  w«re  sensitive,  even  In  Ch«  abstract,  to  the  importance  of 
informal  caregivers.  Sixty- two  percent  of  respondents  still  wanted  to  remain 
in  tha  coBBunity  if  a  friend  or  relative  were  no  longer  able  to  care  for  them. 
However  the  community  preference  dropped  to  fifty- two  percent  if  the  caregiver 
no  longer  wanted  to  do  so. 

There  were  no  clear  patterns  of  difference  in  preferences  for  nursing  home 
versus  home  care  in  bivariate  comparisons  by  age,  marital  status,  household  size, 
disability,  or  metropolitan  versus  nonmetropolitan  residence.  However  on  four 
of  th*  preference  questions  noticable  sex  differences  emerged. 

Under  four  of  the  seven  scenarios  women  were  about  ten  percent  more  likely 
than  men  to  prefer  staying  at  home  (see  Figure  1.).  The  differences  in  responses 
between  men  and  women  are  even  more  striking  when  one  compares  the  percentage 
of  each  sex  which  opted  for  home  care  in  at  least  six  of  the  seven  scenarios  (see 
Figure  2.).  In  this  Instance  the  analysis  was  limited  to  the  choice  of  own  home 
versus  nursing  home  care  only.  Sixty-six  percent  of  women  versus  only  33  percent 
of  man  chose  remaining  at  home  for  all  but  one  living  arrangement.  We  can  only 
speculate  *a  to  what  accounts  for  the  differences  in  preferences  of  men  and 
women.  But  here  again,  one  sees  that  our  long  tern  care  system  is  sadly  out  of 
step  with  people's  preferences.  Data  from  the  Wisconsin  Nursing  Home  Survey  show 
that  at  every  age  after  64  women  are  more  likely  to  be  nursing  home  residents 
than  men  and  particularly  after  age  75.   (See  Table  2.) 

The  preference  data  confirm  that  people  want  to  remain  in  their  own  homes. 
They  do  not  want  to  move  in  with  relatives.  In  large  nuisbers  they  want  to  remain 
ac  home  even  when  their  medical  condition  Is  unstable.  Nearly  50  percent  wane 
to  remain  at  home  even  if  they  can  no  longer  feed  or  bathe  themselves.  Clearly 
more  options  for  community-based  long  term  care  were  called  for. 


IA£].£JL  j 

PREFERENCES  FOR  LONG  TERM  CAR£  AMONG  ADULTS  AGE  40  AND  OVER.  WISCONSIN  1986 

Hvoochetical  Scenarios  Percent  with  Preference 

^2^  Condition  Communitv(l)      Hospital  or 

Nursing  Home 

1.  If  you  were  too  frail  to  do  85%  16% 
household  tasks  or  prepare  a 

meal. . . 

2.  If   you   had   a   terminal  74%  26% 
Illness,  such  as  cancer... 

3.  If   you   had   an   unstable  68%  32% 
medical   condition   needing 
daily  assessment  by  a  nurse 
or  doctor. . . 

U.  If  a  friend  or  relative  who  62%  38% 

had  been  providing  your  care 
at  home  was  no  longer  able  to 
do  so.  .  . 

5.     If  a  friend  or  relative  who  52%  48% 

had  been  providing  your  care 
at  home  no  longer  wanted  to 
do  so. .  . 
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If  you  lived  alon*  and  had 
problens  dua  to  being 
confused  or   forgetful . . . 

If  you  were  disabled  co  the 
point  where  you  could  not 
feed  or  bathe  yourself... 


51% 


45% 


49% 


55% 


Source:     1986  Wisconsin  Health  Status  Survey;  DHSS-Division  of  Health,  Center 
for  Health  Statistics. 

*     Includes  own  home,  with  relatives,  or  other  community  living  arrangement. 
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forgetful. . .' 
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Living  Arrangement  Preference  (b): 
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TABLg  2. 
Nursing  Home  Ucilizaclon  Races   for  1987,   Wisconsin 
Races  per  1,000  populACion 
55-64  65-74  75-84  85-94 


lUlefl       5.2 
Feaales  5.2 


16.0 
17.4 


60.2 
81.7 


211. 6 
294.3 


95* 

438.1 
588.2 


Source:      Vlsconsin  Annual  Nursing  Hone   Survey.      Wisconsin  Depercment  Of  Health 
and  Social  Services,    Division  of  Health,    Center   for  Health  Statistics. 


ncmz  2. 


70 

60 

50 

■^      40 

(U 

u 
u 
(u      30 

Ok 

20 

10 

n 

— 

66% 

3^% 

liH  jssisii—rrinniisrisinniii 

III 

Mil 

1    :■:";;  :ii::i!!  ' 

::::.-: :::::^_:::uj:uu., — =u:-^:: 

;:n:n;=n::n=n:::::::us=nuK::::::: 

:;u::i;aninass:nn:;i::r-u;=s:r.::::: 

:::=i:r^-''i^:=S;nin;::r;;n:.::.:i 

p-"- k::H: — "iTFi'^^^ uHr™ 

•:~^  H  H'TF—r  frv'Hf  fr^^™?^' 

;...;:::;;.; i.Lia  ^:^.  iij^iujaa:: 

.:-:::.:_::_jiLJV=i:;::= =.._=: 

Fomen 

Men 

Percent  of  Uonen  and  Men  Who  Prefer  Own  Home  Over  Nursing  Home 
For  6  of  7  Living  Arrangement  Scenarios 


The  Concent  of  Comaunitv  Qptiona 

Community  Options  in  Wisconsin  means  giving  a  targeted  number  of  individual 
elderly  and  disabled  persons  choices  about  their  long  term  support.  To  have  a 
choice  in  long  term  care  has  usually  meant  having  a  choice  among  several 
institutions  (where  perceived  quality,  location,  price  and  any  religious 
affiliation  are  the  main  criteria  for  consumer  selection) .  As  occupancy  rates 
Increase  and  waiting  lists  develop,  choices  among  nursing  homaa  become  more 
Halted.  Tha  most  important  consumer  choice,  however,  is  the  choice  to  receive 
long  term  support  outside  of  an  institution.  For  this  choice  to  be  a  reality, 
the  necessary  combination  of  formal  and  informal  services  muse  be  organized  in 
the  setting  preferred  by  the  consumer. 

A  full  range  of  choices  is  available  to  the  consumer  only  when  there  are 
a  number  of  options  for  the  provision  of  long  term  care  services  in  the 
coomunicy,  and  when  there  is  an  expectation  that  consumer  preference  will  drive 
Che  development  of  services.  Variety,  flexibility,  and  even  competition  in  the 
array  of  human  services  enables  che  consumer  and  the  family  to  choose  the  option 
which  best  meets  che  needs  of  che  alder  in  her  unique  environment.  The  notion 
of  an  array  of  services  which  can  meet  the  same  needs  in  different  ways  is, 
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conceptually,  somewhat  different  froa  the  theory  of  •  'contlnuuui  of  care,'  which 
assunes  a  passage  over  clae  fron  less  restrictive  to  aore  restrictive  and  aore 
regiaented  service  envlronfflents  as  disability  increases.  The  concept  of  moving 
from  home,  to  apartment,  to  foster  or  boarding  home,  to  nursing  home  has  lost 
Its  appeal  on  purely  practical  grounds.  The  preferred  concept  in  Wisconsin  today 
is  'aging  in  place,*  where  services  and  supports  are  organized  around  the 
individual  in  the  place  they  have  chosen  to  live  throughout  their  old  age.  Long 
term  support  is  intended  to  be  as  unintruslve  in  the  life  of  an  older  person  as 
possible,  with  the  least  disruption  to  relationships,  habits  and  self -designed 
habitats.  The  concept  is  antithetical  to  institutional  care,  and  therefore 
provides  quite  a  different  'option'  for  the  older  person. 

Comunlty  Options  requires  the  development  over  time  of  a  range  of  service 
options  and  a  variety  of  providers  so  that  consumers  can  locate  assistance  which 
is  suitable  and  fits  their  personal  tastes  and  preferences.  Beyond  the  mere 
existence  of  such  services,  however,  the  Comaxinlty  Options  Program  is  intended 
to  empower  the  consumer  to  exercise  the  right  to  choose  where  and  how  to  receive 
long  term  support.  This  necessitates  a  relationship  between  the  consumer  and 
a  helping  person  who  can  provide  the  older  person  with  full  information  about 
the  kind  of  help  they  are  likely  to  need  to  'make  it"  in  the  community,  and  how 
that  help  can  be  organized  and  paid  for. 

These  processes  of  giving  thorough  inforoatlon  and  advice  to  the  consumer 
are  called  assessments  and  case  (or  care)  plana.  Once  the  care  plan  is  discussed 
with  and  modified  to  suit  the  consumer,  the  helping  person  is  then  responsible 
for  arranging  for  the  services,  developing  service  providers  as  needed,  arranging 
for  payment  to  the  consumer  or  the  provider,  and  monitoring  to  assure  that  It's 
all  working  out  to  the  satisfaction  of  the  consumer,  the  family  caregiver  and 
the  various  paid  providers. 


The  helping  person  is  known  as  a  case  manager  or  care  manager.  The 
providers  may  be  nurses,  nurse  aides,  personal  care  attendants,  housecleaners , 
meal  providers,  foster  family  home  operators,  carpenters,  drivers,  neighbors 
giving  necessary  help,  or  suppliers  of  emergency  electronic  response  systems  or 
adaptive  medical  equipment,  to  give  Just  a  few  examples.  The  case  manager  is 
auchorized  to  purchase  or  repair  furniture  or  equipment,  arrange  for  housing 
aodlfications,  repair  a  heater,  pay  a  neighbor  boy  to  chop  firewood  or  arrange 
24-hour  care  for  respirator-dependent  persons.  The  objective  of  the  assessment 
mud  service  planning  process  Is  to  arrange  a  'package'  of  supports  which  most 
closely  corresponds  to  the  way  in  %rt)lch  the  individual  wishes  to  live  at  home, 
responding  to  specific  needs  for  assistance  while  enabling  the  person  with  her 
faaily  and  friends  to  manage  for  themselves  as  much  as  they  are  able.  Each  care 
plan  is  tailored  to  the  individual  consumer,  and  the  case  manager  is  expected 
to  ensure  that  the  paid  service  providers  respond  to  the  individual  care  plan 
and  respect  the  roles  of  the  individual  and  her  unpaid  caregivers  in  the  care 
plan. 

Th«  Vision 

The  vision  of  the  Coiamunlty  Options  Program,  however,  goes  beyond  the  ideal 
of  a  flexible,  individualized  system  of  services  and  supports  for  disabled 
eldarly  and  other  persons.  The  crafters  of  this  program  initiative  envisioned 
comnunities  in  which  the  very  old  and  the  very  disabled  citizens  continue  to  be 
embraced  as  part  of  the  community,  part  of  a  neighborhood  and  family,  parties 
CO  human  relationships  based  on  interdependence  rather  than  dependence.  The 
vision  of  Comiunity  Options  is  to  work  for  social  change,  so  that  the  value  of 
the  very  old  person  is  recognized  and  supported  with  assistance  which  asserts 
Che  dignity  and  social  role  of  the  "survivors"  of  long  life,  the  veterans  of  the 
20ch  century,  the  elders  of  families  and  tribes.  Such  a  vision  challenges  the 
••rvlce  system  and  the  comnunities  in  which  it  operates  to  make  extraordinary 
efforts  t<3  communicate  effectively  with  older  persons  to  determine  their  needs 
and  preferences,  and  to  respond  in  a  manner  which  respects  their  privacy, 
autonomy  and  right  to  feel  secure  or  to  take  risks  as  they  choose.  Such  a  vision 
requires  understanding  the  past  of  each  person,  supporting  and  enriching  present 
relationships,  and  planning  for  a  future  which  fulfills  personal  aspirations. 
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Ortmlzatlonal  D«8tm  of  the   Comnunltry  Ootlona   Prograii 

Th«  Coaaxinlcy  Option*  Progrma  (or  COP.  aa  it  haa  coma  to  ba  known)  is 
organizad  and  dalivared  through  coxinty  govamnent,  undar  tha  supervision  of  state 
govamiMnt.  County  adainistration  of  human  services  has  been  the  custom  in 
Vlsconsin  for  half  a  century,  and  tha  role  of  local  government  is  always 
paramount  in  service  design.  Consequently,  the  state  was  obliged  to  design  COP 
not  only  to  be  flexible  and  responsive  to  consumers,  but  to  be  flexible  and 
responsive  to  the  styles  and  preferences  of  local  government*  -  72  county 
governments,   with  populations  ranging  from  4.000  to  one  million. 

Each  county  was  asked  co  establish  a  local  long  term  support  planning 
committee,  comprised  of  county  human  services  agencies  (social  services,  aging 
aarvicea.  mental  health,  mental  retardation  and  public  health),  elected  county 
officials,  and  representatives  of  the  five  consumer  groups  served  by  COP. 
Counties  were  encouraged  to  expand  the  membership  to  include  nursing  home  and 
hospital  rapreaentatives  and  private  service  agencies,  such  aa  visiting  nurse 
agencies.  The  long  term  support  planning  committee  develops  a  Comunity  Options 
Plan,  conforming  to  a  format  and  providing  information  and  policy  aa  required 
by  state  guidelines.  The  committee's  ongoing  role  includes  monitoring  the  use 
of  COP  and  othar  long  tern  support  funds  and  data  on  consumers  served. 

In  the  plan,  for  example,  counties  must  describe  how  the  nurse* social 
worker  assasament  team  conducts  the  assessments  in  the  home,  hospital  or  nursing 
home;  the  assessment  protocol:  qualifications  of  the  aasessors.  The  plan 
presents  county  policies  and  procedures  for  case  management,  monitoring,  and  the 
datermination  of  client  satisfaction.  The  plan  inventoriea  available  long  term 
support  services  and  proposes  the  development  of  new  service  optioiu.  The  plan 
describes  the  ongoing  role  of  the  long  term  support  planning  committee.  State 
government  must  approve  the  original  COP  plan  and  annual  COP  plan  updates. 

Community  Options  was  originally  piloted  in  1982  in  eight  counties  and  now 
operates  in  all  72  counties.  Expansion  of  the  program  from  eight  to  72  counties 
was  accomplished  in  four  years,  and  participation  did  not  become  mandatory  until 
tha  fourth  year.  Counties  are  obliged  to  serve  all  five  target  populations 
according  to  their  representation  In  the  population:  elderly,  developmentally 
disabled,  physically  disabled,  chronically  mentally  ill  and  chronic  substance 
abusers.  Counties  must  use  state  methods  for  determining  program  eligibility; 
these  standards  are  based  on  eligibility  for  nursing  home  care,  with  the 
exception  that  a  person  with  a  diagnosis  of  Alzheimer's  disease  or  other 
irreversible  dementia  is  eligible  regardless  of  whether  they  would  qualify  for 
nursing  home  care. 

AC  the  state  govemment  level,  the  original  design  of  COP  was  shaped  by 
an  internal  workgroup  of  agency  heads,  representing  aging  and  disability 
programs.  Policies  were  Jointly  developed  by  three  bureaus  in  the  Division  of 
Community  Services.  The  direct  administration  of  the  program  was  assigned  to 
a  newly  formed  Bureau  of  Long  Term  Support.  Separata  bureaus  or  offices  (for 
aging,  developmental  disabilities,  mental  health,  physical  disabilities)  continue 
to  have  a  strong  role  in  policy  decisions  about  COP.  while  they  operate  the 
residual  categorical  programs  for  chair  consituents  who  are  not  COP-eligible  or 
not  able  to  gain  access  to  the  program.  Program  bureaus,  like  the  Bureau  on 
Aging,  are  also  responsible  for  constituent  relations,  advocacy  and  data 
development  related  to  their  client  groupa.  The  Bureau  on  Aging  has  cultivated 
a  strong  base  of  support  for  the  Community  Options  program  throughout  the  state 
aging  network  of   agencies  and  consumer  organizations. 

AC  the  top  of  Che  organization  of  the  Department  of  Health  and  Social 
Services,  a  policy  committee  sets  broad  direction  for  all  long  term  care, 
including  COP.  nursing  homes,  home  health  and  related  issues.  Called  the  Long 
Term  Support  Management  Reference  Group  (LTS-MRC),  Che  committee  consists  of 
three  bureau  managers  from  che  Division  of  Community  Services  (Aging, 
Disabilities    and    LTS),    three    managers    from    che    Division    of   Health    (Medicaid. 

Heelth  Planning  and  Quality  Compliance),  che  direccor  of  the  Office  of  Policy 
and  Budget,  the  administrator  of  Vocational  Rehabilitation  and  state  Car*  and 
Treatment  Facilities,  end  che  department's  Assistant  Secretary  (who  serves  »* 
chair).  The  LTS-MRC  has  met  for  two  hours,  bi-weekly,  for  six  years  All  major 
decisions  .bout  budget,  resources,  facility  development,  major  regulatory  issues 
federal    relations,    and   state    legislation    are    cleared    through    thia    committee' 
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Th«  v«lu«  of  ch«  group  has  b«en  co  shape  •  concensus  on  a  slngla  policy  and 
approach  Co  long  cam  car*.  Sacondarily,  It  Is  a  claarlnghousa  for  Inforaacion, 
and  a  courc  of  appaals  for  Intra- agency  disputes. 

F^mdlnf  of   Che  CoMunltr  Qotiona  Prograa 

In  Che  concexc  of  a  federal  funding  system  that  encouraged  the  expansion 
and  utilization  of  nursing  hoae  care  (that  required  a  state  cost  share),  while 
neglecting  hoae  and  cooBunicy-based  care  for  Che  sane  population,  Wisconsin 
created  the  state- funded  Cooaunlcy  Opclons  Progran.  AC  Che  saae  Ciae^  the  state 
laposed  a  moratoriua  on  Che  licensing  of  new  nursing  home  beds,  which  has  since 
become  a  pensanent  cap.  The  expressed  goal  of  che  Wisconsin  legislature  was  co 
channel  all  growth  in  long  cam  care  co  che  conaunity  side  of  che  system,  boch 
CO  gradually  improve  Che  likelihood  chac  persons  needing  such  care  would  be  able 
CO  exercise  choice  abouc  where  co  receive  it  and  co  concain  projecced  cose 
increases  relaced  Co  che  rapid  increase  in  che  very  old  populacion  at  high  risk 
of  needing  long  Cerm  care.  In  as  aany  ways  as  possible,  within  a  cost- 
containment  philosophy,  funding  of  Community  Options  was  designed  Co  moderate 
or  even  neutralize  che  existing  fiscal  incenclves  affeccing  every  level  of  che 
system  chat  encouraged  che  use  of  nursing  homes  rather  chan  home  care. 

COP  is  not  an  enciclemenc  program.  Councy  COP  agencies  receive  an 
allocation  of  COP  funds,  co  finance  a  cercaln  number  of  'sloes,*  (che  conaaunlty 
equivalent  of  institutional  beds).  Counties  are  at  risk  for  COP  spending;  Chey 
will  not  be  reimbursed  for  COP  costs  exceeding  che  annual  state  allocation.  At 
the  same  time,  counties  may  not  keep  any  part  of  che  COP  allocation  chac  is  not 
spent  on  che  commxinity  care  costs  of  eligible  individuals. 

County  COP  spending  may  not  exceed  an  overall  average  p»r  espies  cost 
limic  of  $627  per  month  (in  1989),  an  amount  equal  co  40Z  of  che  cost  of  nursing 
home  care  -•  che  state's  share  of  these  coses  under  che  Medical  Asslscance 
program.  No  cap  is  placed  on  che  cost  of  an  individual  service  plan.  In  an 
effort  to  assure  chat  councles  serve  persons  wlch  che  mosc  incense  needs,  che 
state  imposes  a  requirement  chat  at  least  20Z  of  each  county's  caseload  be 
individuals  with  cotal  care  costs  (from  all  funding  sources,  including  COP)  at 
lease  cvice  COP's  allowable  cost  average  ($1254  per  month  in  1989).^ 

Just  as  there  is  no  councy  match  required  for  nursing  home  care,  there  is 
no  councy  match  on  community  care  coses  under  COP.  Increasing  numbers  of  older 
people  and  changing  social  expeccatlons  about  long  cerm  care  are  pucclng 
increasing  pressure  on  councy  agencies  for  llmiced  COP  resources;  waicing  Uses 
for  COP  are  common.  Because  councy  agencies  adminiscer  COP  and  ocher  honecare 
programs,  buc  have  no  responsibility  for  nursing  home  expenditures,  some 
financial  incentives  remain  for  counties  to  'allow*  nursing  home  admissions. 
In  practical  terms,  che  seaca's  design  of  che  Comaunicy  Options  Program  could 
ac  best  avoid  exacerbating  these  incentives  by  not  requiring  the  kind  of  county 
match  on  COP  that  is  typical  of  other  state  and  federal  human  service  funds 
admlnlscered  by  counties. 

CO?  funding  was  intended  to  be  gap- filling  money,  and  lead  agencies  are 
required  to  use  it  as  funding  of  last  resort.  Hence,  public  and  private  health 
Insurance,  Older  Americans  Act  program  resources,  local  and  state  social  service 
and  mental  health  progrsos  are  to  be  tapped  whenever  possible  before  using  COP 
dollars.  COP  thus  becomes  a  brokerage  service  in  che  local  syseem,  aimed  ac 
integrating  existing,  fragmented  resources,  as  well  as  a  direct  funding  source. 
AC  the  same  time,  COP  is,  by  design,  a  very  flexible  funding  source.  COP  will 
pay  for  anything  chac  is  needed  co  enable  a  person  co  remain  in  home  or  coomunicy 
•  •  in  essence,  anyching  that  Medical  Assistance  would  otherwise  pay  for  in  a 
nursing  home  setting. 

At  che  consumer  level,  COP  is  free  co  low- income  persons,  using  Che  same 
financial  cases  as  are  used  co  deeermine  ellgibillcy  for  Medical  Asslscance. 
Ocher  consumers  are  required  Co  concribuce  to  the  cost  of  the  services  detailed 


Cotimunltv  Options  Prof  ram  Guidelines  and  Procedures.  Wisconsin 
Dept.  of  Health  d  Social  Services,  Division  of  Coimsunlty  Services, 
Bureau  of  Long  Term  Support.   1988. 
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In  ch«  c«re  plan,  based  on  their  ability  to  pay.  For  individuals  whose  combined 
^2,«cs  and  Incoae  would  enable  out-of-poctcet  financing  of  ac  least  six  aonths 
of  nursing  hoae  care,  COP  provides  only  the  free  services  of  assessnent  and  case 
planning;  the  consuner  pays  lOOX  of  the  cost  of  other  services,  just  as  the  more 
affluent  would  pay  lOOX  of  the  cost  of  nursing  home  costs. 

For  those  between  these  limits  (i.e.,  with  resources  above  the  Medical 
/^sistance  thresholds,  but  not  sufficient  to  finance  six  months  of  nursing  home 
costs),  a  sliding  fee  schedule  is  applied  to  determine  consumer  cost-sharing  for 
COP  services.  The  cost-sharing  formula  developed  by  the  state  takes  Into  account 
other  expenses  related  to  the  consumer's  disability,  such  »s  medicine,  special 
foods,  additional  heating  costs,  or  special  telephone  service,  for  which  the 
Individual  is  responsible.  COP  is  thus  somewhat  more  generous  than  the  financial 
restrictions  on  nursing  home  coverage,  allowing  those  with  moderate  resources, 
who  might  not  be  eligible  for  nursing  home  coverage,  to  receive  at  least  partial 
coveraga  of  their  home  care  costs.  The  COP  approach  is  far  less  burdensome  than 
^0  'all-or-nothing*  approach  taken  by  the  federal  Medical  Assistance  program. 
Improves  access  to  homecare  for  those  above  the  poverty  level,  and  creates  at 
least  modest  financial  incentives  for  consumers  to  choose  homecare. 

Iimleaenratton  of  Comunitv  Qptlona 

Individuals  seeking  nursing  home  care  or  in  need  of  the  level  of  care 
offered  in  nursing  homes  are  eligible  for  COP  assessments.  (An  eligibility 
'screen*  is  applied  uniformly  throughout  the  state  to  try  to  assure  equity  In 
the  application  of  the  criteria.)  Individuals  may  decline  an  assessment  and  enter 
tha  nursing  home  directly;  individuals  may  also  complete  the  assessment  and  still 
d«cliD*  cooBunicy  services  in  favor  of  a  murslng  hoa*.  The  element  of  free 
choice  is  preserved;  the  effort  is  to  encouraga  an  informed  decision. 

The  assessment  is  generally  performed  by  a  nursa/social  worker  team  and 
must  b«  face- to- face  with  the  consumer,  usvtally  in  his  or  her  horn*.  (If  the 
assessment  occurs  in  the  hospital,  a  home  visit  is  generally  required  as  well.) 
The  consumer  is  intended  to  be  the  source  of  most  information,  with  family  and 
physician  as  secondary  sources.  Even  when  the  consumer  is  not  competent  to 
provid*  factual  information,  their  attitudes  and  preferences  still  must  be 
accounted  for. 

The  assessment  protocol  today  is  still  the  choice  of  the  county,  usually 
a  variation  on  a  model  supplied  by  the  state.  (New  federal  programs  are  likely 
to  move  Wisconsin  toward  a  uniform  statewide  assessment  tool.)  All  assessments 
must,  however,  include  discovery  and  documentation  of  the  applicant's  needs  and 
abilities  in  at  least  the  following  areas: 

1.  Physical  health 

2.  Physical  activities  of  daily  living  (eating,  bathing,  mobility,  etc.) 

3.  Instrumental  activites  of  dally  living  (laundry,  cleaning,  etc.) 
U.  Communication 

5.  Emotional  functioning 

6.  Mental  health/cognitive  functioning 

7.  Social  participation  (age  and  cultural  norms) 

8.  Educational/vocational  activities 

9.  Informal  support  systems  (family,  neighbors,  community) 

10.  Physical  environment 

11.  Economic  resources 

12.  Capacity  for  self-care,  including  use  of  adaptive  equipment 

13.  Personal  goals  and  preferences 
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In  iddltion.  th«  assessors  must  look  at  the  extant  to  which  tha  potantlal 
coBBunlty  rasourcas  would  achieva  or  protect  tha  following  daslrabla  conditions: 

o  Personal  safety 

o  Maintenance  of  health 

o  Individuality,    autonomy  and  self-detenslnatton 

o  Protection  of  rights 

o  Personal/life  continuity,    growth  and  learning 

o  Kaxlaua  cotnunity  participation  and  social  relationship 

Assessnents  result  in  a  written  docuaent  that  specifies  what  would  be 
necessary  for  the  applicant  to  live  in  the  conaunlty  living  arrangeaent  of  her 
choice,  and  what  supports  and  service  arrangements  would  be  necessary  to  achieve 
the  goals  of  "normalization."  (For  an  older  consumer,  normalization  is  construed 
aa  meaning  chat  the  person  could  continue  to  live  In  the  manner  that  they  had 
chosen  to  before  the  onset  of  major  disabling  conditions.) 

The  consumer  is  Informed  about  the  feasibility  of  community  care  and  given 
a  choice  to  accept  or  reject  coomnity  care.  Wisconsin  operates  on  the  premise 
that  any  Individual,  regardless  of  the  type  or  extent  of  his  or  her  disability, 
can  be  served  In  the  community.  If  the  assessment  process  determines  that 
community  care  is  not  feasible  for  an  Individual,  It  Is  not  because  the  person 
Is  "too  disabled"  for  our  program.  It  Is  because  the  conununltv  has  failed  to 
provide  the  kinds  of  supports  chat  the  person  would  need  to  stay  at  home.  Nor 
Is  the  question  whether  nursing  home  or  community  care  is  more  "appropriate"  for 
a  given  individual.  COF's  functional  screen  Is  designed  to  equate  functional 
eligibility  criteria  for  nursing  home  care  and  COP  services.  By  definition, 
then,  a  person  who  meets  the  functional  screen  for  COP  could.  Just  as 
"appropriately,"  receive  services  either  in  her  home  or  in  a  nursing  home 
setting. 

Ulthin  30  days,  voluntary  participants  In  COP  receive  a  full  case  plan. 
The  case  plan  sets  out  the  details  of  agencies  and  persons  responsible  for 
providing  assistance,  the  nature  of  the  assistance.  Its  extent  and  scope,  and 
cost.  Consumers  oust  be  Involved  In  the  development  of  the  detailed  plan. 
Including  choice  of  providers,  scheduling  of  services,  etc.  The  case  plan 
Inventories  all  Informal  aa  well  as  formal  supports  which  will  be  involved  in 
the  service  package.  Starting  and  ending  dates  and  dates  of  formal  periodic 
reviews  are  stated  in  the  plan.  The  plan  also  states  services  which  will  be 
provided  to  family  members  or  other  informal  caregivers  (e.g.  ,  respite,  training, 
financial  compensation)    to  preserve   their  involvement. 

The  case  plan  specifies  the  name  and  telephone  number  (and  alternate 
contacts)  of  the  case  manager  who  will  remain  involved  with  the  CO?  plan,  and 
this  information  is  provided  to  all  formal  and  informal  providers  and  to  the 
consumer.  A  county  COP  program  may  deny  services  to  an  Individual  If  It 
determines  chat  the  necessary  supports  are  not  available  or  feasible  Co  provide 
In  chat  community.  Persona  may  also  be  placed  on  waiting  lists  when  a  county 
has  obligated  its  entire  COP  budget  allocation.  Denial,  termination  or  reduction 
of  benefits  may  be  appealed  Co  Che   state. 

Once  a  care  plan  has  been  completed.  COP  funds  may  be  used  to  pay  for 
virtually  anything  required  in  che  plan,  whether  traditional  or  non- traditional 
services  including  room  and  board,  medical  expenses  or  housing  modifications. 
There  are  no  state  limitations  on  the  use  of  family  members  as  paid  providers, 
a  choice  which  Is  left  co  che  dlscreclon  of  Che  councy  case  manager.  The  case 
manager  la  responsible  for  arranging  for  all  services  and  must  have  regular 
contact  with  the  consumer.  The  caae  manager  maintains  contact  with  providers 
on  an  as-naeded  basis.  Ultimately,  the  case  manager  is  responsible  for  assuring 
that  the  case  plan  objectives  are  met.  Since  the  case  manager  authorizes  payments 
with  COP  funds,  the  case  manager  can  direct  providers  who  are  funded  within  the 
program.  Providers  of  service  funded  from  other  sources  (such  as  health 
insurance)  are  asked  to  coordinate  and  cooperate  within  Che  care  plan  outline, 
but  are  not  formally  accountable  co  the  case  manager.  Nevertheless,  the  case 
aanager  can  seek  a  change  of  service  providers  with  Che  consumer's  consent. 

Given  Che  consuaer-orlenced  role  of  che  case  manager,  it  Is  vital  Chat  Che 
case  manager  not  be  an  employee  or  subordinate  of  a  service  provider.  Conflict 
of  Interest  is  unavoidable  If  che  case  manager  has  a  vested  Interest  In  securing 
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le«  fundj  fof  Che  agency,  or  is  constrained  from  questioning  the  quality  of 
service  ^  ^^^^^  ^y  ^^5  ^^  organization.  While  some  county  govemaents  perfora 
services  p  .^c  and  some  service  delivery,  the  functions  are  separated 
or  anizationally.  generally  with  different  and  distinct  lines  of  accountability 
wlthln^the  structure  of  local  govenment  agencies. 

Given  the  nature  of  chronic  disability,  most  services  needed  by  COP 
are  non-"«<lical  in  nature.  The  services  are  intended  to  compensate 
""•  .-dividual'*  Itnitation  in  function  within  the  home  and  community.  Close 
I^rdlnatlon  with  health  services  and  physicians  is  vital,  but  most  support 
cooram  ^^^  ^^^  ^^  provided  by  nurses.  Indeed,  in  the  absence  of  COP,  many 
'id'r'^oersons  are  adequately  cared  for  by  spouses  and  other  relatives  who  have 
no  training  or  »up«rvision.  COP  services  are  often  surrogates  for  faaily  care 
for  individuals  living  alone  or  for  persons  whose  family  care  Is  limited. 

The  primary  expenditures  of  COP  funds  are  for  'attendants,"  who  are 
unlicensed  supportive  home  care  workers  who  pr.ovlde  a  variety  of  assistance  with 
personal  care  (dressing,  feeding,  assistance  with  transfer  to  and  from  wheel 
chairs)  as  well  »•  household  tasks.  Whenever  possible,  the  supervision  of  the 
attendant  Is  provided  by  the  consumer  and  the  spouse  or  other  household  member. 
Tha  scheduled  hours  of  work  are  determined  by  the  case  plan,  which  reflects  the 
nornal  household  routines  of  the  conauaer.  Nurses  or  home  health  aldas  monitor 
prescription  medication,  review  nutrition,  assess  the  cleanliness  and  safety  of 
the  environment.  «nd  carry  out  doctors'  instructions  for  other  nursing  tasks. 
Some  provision  toe  monitoring  health  status  is  built  into  the  care  plan,  either 
visits  to  the  dootor's  office,  or  monitoring  visits  by  a  nurse  as  prescribed  by 
the  physician. 

f  these  same  tasks  (Including  personal  hygiene  and  health  status 
<r  ^t!!!/»av  be  performed  In  adult  day  care  centers.  Funding  for  day  care 
TTtrllldlL  through  the  COP  care  plan  for  the  individual.  (Day  care  centers  are 
IS  provioeu  tni  through  other  funding  sources,  since  the  number  of  COP  clients 
fiTtrt™  is  u-ually  not  sufficient  to  support  a  full  program.)  Since  COP 
1  .rrtcclv  viewed  as  an  alternative  to  institutions.  COP  was  not  meant  to  be 
,..d  to  fund  an  Individual  to  receive  day  care  (or  any  other  service)  provided 
wlrhln  an  Institution;  however,  the  absence  of  other  daycare  settings  results 
in  sub.t.ntl.1  amounts  of  daycare  in  institutions  at  present. 

COP  funds  •«y  ^*  ^•'*  ^''^  residential  services  in  a  small  private  home 
c-A.ir  f— ilv  home  or  foster  home)  or  in  a  community-based  residential  facility. 
T«  order  to  avoid  supporting  the  growth  of  Institutional  models  of  care.  COP 
e  ^^rr  4.  limited  to  residences  serving  fifteen  or  fewer  unrelated  individuals, 
a^eotiori  to  the  rule  can  be  made  for  facilities  of  more  than  15  residents.  If 
certain  reaulr— -ncs  for  privacy  and  automony  are  met.  Efforts  are  made  to 
certain  i^s«i.^^^^  services  for  those  Individuals  are  provided  by  community 
aMncies  and  in  other  settings,  to  avoid  totally  segregating  COP  consumers  from 
the  mainstream  of  che  community. 

Because  of  COP's  emphasis  on  serving  persons  in  their  own  homes  (private 
houses  or  aparci««ncs) ,  It  has  been  Important  to  use  COP  resources  to  make 
modifications  co  the  homes.  These  modifications  may  be  as  minor  as  ramps  and 
zrab  bars  or  improved  lighting,  to  the  more  costly  remodeling  of  bathrooms  or 
kitchens  (Training  and  information  are  being  expanded  to  Increase  awareness 
of  adaptive  technologies.)  For  persons  leaving  institutions  to  make  a  new  home. 
It  may  be  necessary  to  use  COP  funds  to  furnish  and  equip  an  apartment  entirely. 
For  such  purposes.  *  statewide  "high-cost  fund-  has  been  established,  to  enable 
counties  to  stay  within  budget  limits  without  having  to  reject  or  underserve 
Individual  clients  whose  start-up  costs  are  high. 

Counties  report  to  the  state,  via  a  computerized  infomatlon  system,  on 
the  characteristics  of  each  consumer  (demographic  data)  and  on  the  services 
provided  (aggregated  under  broad  categories).  Counties  also  report  on 
expenditures.  Allocations  for  COP  services  must  be  spent  within  the  calendar 
year  except  that  up  to  ten  percent  may  be  carried  over  to  the  following  year. 
Funding  must  be  ^psnt  on  services  to  clients,  either  provided  directly  by  the 
county  administrative  agency  or  subcontracted  through  other  agencies  or 
Individuals.  Ten  percent  of  funds  can  be  used  by  the  county  for  administration. 
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AssessB«nc  and  c«s«  planning  are  funded  saparacely  by  ch«  scat*  ac  a  flac  race. 
Caaa  managemanc  la  conaldared  a  service  and  ia  funded  as  a  service  cost,  noc  an 
adminiscracive  expense. 

ganaumer  Rtrilta 

Consumers  are  notified  in  writing  of  cheir  rights  under  the  COP  prograa. 
'fhese  rights  include  grievance  and  appeal  mechanisms  at  the  county  and  state 
level.  Appeals  at  the  state  level  are  conducted  by  an  independent  hearing 
examiner.  Consumers  can  appeal  a  denial  of  •liglblllty,  denial  of  assessment 
or  services,  temination  of  services  or  reduction  of  services.  Consumers  cannot 
successfully  appeal  a  denial  of  services  if  the  county  has  no  funds  remaining 

in  the  program,  in  which  case  the  consumer  is  entitled  to  be  placed  on  a  waiting 
list,  but  not  entitled  to  county  funding  for  services. 

Consumers  are  represented  on  each  local  Long  Term  Support  Planning 
Conmittee.  Whenever  possible,  counties  are  Instructed  to  appoint  actxial 
consuaars  of  Cooounity  Options,  rather  than  elderly  persons  who  are  not  in  need 
of  long  tern  care.  However,  counties  are  peraltted  to  consider  a  carcgivlng 
spouse  to  be  an  'actual'  consumer.  Other  consumers  are  physically  disabled. 
d«velopmentally  disabled  and  chronically  mentally  ill  persons  receiving  COP 
services  or  eligible  for  COP. 

The  state's  Long  Tern  Care  Ombudsman  is  responsible  for  investigating 
complaints  about  the  prograa.  Each  consumer  of  COP  is  provided  with  the  toll- 
free  telephone  number  of  the  ombudsman  to  call  with  complaints.  To  data,  most 
complaints  have  come  from  consumers  or  their  relatives  in  situations  where  the 
consumer  resides  in  a  residential  care  setting  which  is  not  their  private  home. 
Complaints  relate  to  the  quality  of  the  facility  rather  than  to  Community 
Options.  Other  complaints  relate  Co  denial  of  service  due  to  budget  constraints, 
and  the  perception  that  one  target  population  Is  being  favored  over  another. 
The  Ombudsman  staff  (located  in  four  offices  throughout  the  state)  Investigate 
each  complaint  in  person.  This  function  has  been  performed  by  the  Ombudsman  in 
nursing  home  settings  in  Wisconsin  for  18  years. 

Counties  are  required  to  conduct  a  consumer  satisfaction  survey  of  all 
consumers  annually,  and  to  make  the  findings  public  through  the  Long  Term  Support 
Planning  Committee. 

A  Profile  of  the  Comunity  Options  Program  in  1988 

Community  Options  provided  6,754  assessments  in  1988,  of  which  4,145 
were  for  persons  age  65  or  more.  COP  care  plans  totaled  4,790,  with  2,867  being 
for  older  persons.  During  the  course  of  1988,  COP  provided  services  Co  a  total 
of  8,203  consumers,  of  whoa  4,385  (53.SZ)  were  age  65  or  more.  Of  the  older 
persons  served  with  COP  funding  during  1988,  3.148  (71. 8X)  were  female,  and  1.237 
(28. 2Z)  were  male.  These  gender  ratios  are  quite  similar  to  Chose  for  nursing 
home  residents. 

Not  accounting  for  funds  from  any  source  other  than  the  gap- filling 
Community  Options  Prograa,  the  average  monthly  cost  per  COP  client  in  1988  was 
$400.  For  those  classified  as  'elderly,*  che  average  COP-only  cost  was  $334  per 
aonth.  A  total  of  $29  million  in  state  COP  funds  was  spent  on  services  (other 
than  assessments  and  care  plans)  In  1988,  with  $11.3  million  of  this  being  for 
persons  classified  as  'elderly."  (This  figure  does  not  account  for  spending  for 
persons  over  age  64  with  categorical  disability  classifications.) 

A  total  of  1,126  persons  over  age  64  left  the  COP  caseload  after  receiving 
services  during  1988.  Of  these:  320  (28. 4X)  died;  72  (6.4X)  no  longer  needed 
COP  services;  57  (5. IX)  voluntarily  discontinued  service;  366  (32. 5X)  relocated 
to  a  nursing  home;  and  311  (27. 6X)  left  for  other  reasons,  primarily  because 
their  services  were  covered  under  another  funding  prograa. 
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Financial  and  Social  Igpaci:  of  CoamunlCY  Options 

Th«  Oeparcaanc  of  H««lch  and  Social  Services'  own  findings*  and  an 
indcpandanc  study  by  the  Legislative  Audit  Bureau^  demonstrate  that  the  total 
public  cost  for  Coamunity  Options  Progran  clients  is,  on  average,  less  than  half 
the  average  public  cost  of  care  in  nursing  hones.  In  its  study  of  average  costs 
in  1986,  for  exaiiple,  the  Legislative  Audit  Bureau  found  that  the  average  public 
cose  per  COP  client,  including  other  publicly  fundad  costs  beyond  COP  itself, 
was  $752  per  month.  In  the  same  year,  the  a»a*  study  found  the  average  public 
cose  par  nursing  home  resident  to  be  $1478  per  month.  Equally  important,  the 
Legislative  Audit  Bureau  findings  indicate  that  the  program  is  well  targeted  to 
the  same  population  as  would  otherwise  be  using  institutional  care. 

The  high  degree  of  visibility  of  Community  Options  has  had  a  less 
measurable  effect:  older  persons  and  their  families  appear  to  no  longer  assume 
that  nursing  homes  are  the  only  way  to  receive  long  term  care.  An  increasing 
percentage  of  nursing  home  admissions  are  for  short  term  stays,  persons  are  being 
admitted  in  more  serious  condition,  and,  as  the  number  of  COP  clients  grew,  the 
number  of  publicly  funded  nursing  home  residents  declined  by  over  3,100  between 
1982  (when  COP  was  started)  and  1988.*   (See  Flg:ure  3.) 

The  state's  nursing  home  budget  has  been  successfully  contained.  In  the 
five  years  (1976  -  1981)  immediately  preceding  the  establishment  of  COP  and  the 
cap  on  nursing  hone  beds.  Medical  Assistance  expenditures  for  long  term 
institutional  care  more  than  doubled  -•  from  $226  million  to  $506  million. 
Adjusted  for  inflation,  this  represented  an  increase  in  public  spending  of  46Z 
in  constant  dollars.  In  the  five  year  period  (1981  -  1986)  following  the  new 
state  initiatives.  Medical  Assistance  expenditures  for  nursing  home  care  in 
Ulsconsin  actually  declined  by  ISZ  in  constant  dollars.  The  savings  in 
institutional  spending  correspond  to  the  state's  increasing  expenditure  on  the 
Conaunity  Options  Program.  Most  remarkable,  however,  is  that  this  decreased 
spending  has  occurred  at  the  same  tine  that  Visconsln's  over  age  85  population 
has  been  growing  at  a  rate  of  2Z  per  year.  Fully  one -third  of  Wisconsin 
residents  over  age  85  receive  formal  long  tern  care  in  a  nursing  home  or  C^P, 
and  the  majority  are  low-incone  wonen  living  alone  -•  the  highest  risk  group  in 
the  population.   (See  Figure  4.) 

So  compelling  are  even  these  limited  findings  that  the  state  legislature 
this  year  has  budgeted  a  major  expansion  of  the  program,  which  today  serves  an 
average  dally  census  of  about  7,200  persons  and  will  be  able  to  serve  an  average 
of  9,300  by  mid- 1991.  In  dollar  terms,  this  represents  an  increase  in  COP's 
annual  budget  from  $34  million  in  1988-89  to  $53  million  in  1990-91.  Increases 
of  this  magnitude  for  coonunity-based  service  programs  are  unprecedented,  due 
In  no  small  measure  to  the  program's  enormous  popularity  among  elderly  advocates. 

These  Increases,  however,  will  barely  keep  up  with  the  growth  in  the  very 
old  population.  COP  waiting  lists  continue  to  expand  throughout  the  state  and 
are  unlikely  to  be  diminished  significantly  as  a  result  of  the  budget  increases. 
Moreover,  Ulsconsin  still  spends  nearly  $9  on  institutional  care  for  the  elderly 
for  every  $1  spent  on  conmunity  care  for  this  group  --  $43  million  on  conaunity 
care  in  1986,  compared  to  nearly  $400  million  on  nursing  home  care.  (See  Figure 
5 . )  For  every  person  over  the  age  of  64  served  in  COP  at  the  end  of  1987 ,  over 
13  older  persons  lived  in  a  nursing  home.  CommuniCy  Options  is  only  beginning 
its  work  in  our  state. 


1h9  CgmmunitY  Options  Program:  An  Evaluation  of  Karlv  ImDlgiii.nriic<f>ti 
Experience.  Wisconsin  Department  of  Health  &  Social  Services; 
Division  of  Policy  and  Budget;  Bureau  of  Evaluation.  January,  1983! 

An  EvalvaCion  gf  CPinnmnitY  Option  Program:  Department  of  Hgaleh  „n^ 
Social  Services.  The  State  of  Ulsconsin  Ugislative  Audit  Bureau. 
(Report  Number  87-4.)   February,  1987. 

Wisconsin  Nursing  Home  Utlll^ncton  1988  Wisconsin  Department  of 
Health  and  Social  Services,  Division  of  Health,  Center  for  Health 
Statistics.   June,  1989. 
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U«  are  opclmlsclc  chac  v«  h«v«  sec  a  course  which  will  successfully  rely 
upon  che  social  fabric  of  our  coonunlcles  co  enbrace  and  sustain  aosc  disabled 
clclzans.  Scacewlde  surveys,  as  well  as  national  polls,  have  asserted  an 
overwhelming  preference  for  care  provided  at  home.  The  political  charm  of  COP 
has  been  sustained  through  three  gubernatorial  administrations  and  five 
legislative  budgets.  The  enthusiasm  of  elderly  advocates  for  the  common  sense 
goals  and  approach  of  Community  Options  surpasses  all  other  issues. 

Thousands  of  unique  older  Vlsconslnites  •-  frail  and  tired  or  self- 
sufficient  and  tenacious,  sometimes  fearful,  sometimes  angry  --  have  received 
the  individualized  support  to  confront  adversity  and  disability  with  dignity, 
to  hold  on  to  the  normal  rhythms  of  life  throughout  old  age. 


nCTM  3. 


PUBLICLY  FUNDED  LONG  TERM  SUPPORT  CASES:      ALL  ACES   BY  TYPE  OF  CARE 
Number  of  persons   served  12/31  each  year 
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Hedical  Assistance  funded 
nursing  tioie  residents 


1985  1988 

■■■    Counnlty  care: 
^^    COP  t  Bedlcal  Xssistaact 
»al7er  clients 


Source:       OHSS .    Division   of    Health,    Center    for   Health    Statistics; 
and  Division  of  Community  Services,    Bureau  of  Long  Term  Support 
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tfXSCONSIK  IDtK  TOW  SUPPORT  TXfBDS: 
a«cw««a  1976  utA  1.981.  ch*  nu»b«t  of 
Ha41c«l  A»»Ue«ne«  («A)  fund«d  nurtlnj 
hoM  rttldracs  In  Wlicofuln  lncr««»«<l 
dr«Mtlc«lly.  fro«  29.6*2  to  34.999. 
Durlns  ch»  fm*  tl»«  p«rl<Kl.  .1* 
•xpandleurM  fot  Inaclcuciooal  long  cars 
cars  lner»«««d  by  kSX.  >A««>  concroll«<» 
for  Lnflaclan.  In  1981.  *  ■or»corlu«  on 
tba  coMtrueclon  of  n«w  nurilng  ho««  boiU 
wa«  •acabllihad  and  cha  Ceaiinlty  Opclona 
Prograa  vaa  bagun.  Qaaptca  conclnuad, 
avan  aacalaclng  ^Tovth  In  cha  aldarly 
populadon  ftnea  chae  claa.  chara  haa  baan 
an  accuAi  raducclon  In  cha  nuabac  of  MA- 
fundad  nuriing  hoaa  raaldanca  and  a 
dMraaaa  of  ISX  (again,  in  coiucanc 
dallara)  In  Hadleald  coaca  for 
Insclcuclonai   long  can  cara. 
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PUBUC   SPENDING: 
INSTITUTIONAL  VS.    COMMUNITY 


Elderly     Disabled       Total 
Community  s  IZZI  Institutional  s 


Although  conaldarabla  prograaa  Kai  baan  aada  In  balancing  Ulaeonatn'i  long  cara 
cara  lyacas.  Inaclcuclonal  spanding  sclll  far  oucvatgha  coiaunlcy  cara  ipandlng 
for  all  ago  and  dlaablllcy  groupa.  Tha  Lobalanca  la  particularly  draaacic  for 
oldar  paopla.  whsra  cha  ipandlng  ratio  la  alaoat  9  co  1  in  favor  of  tnatltuttonal 
cara.  Spondlng  in  cha  abova  chart  ia  for  calandar  yaar  I98t  and  ineludaa  all 
public  funding  soureaa.  Inatltutlonal  aa  wall  aa  cu— uiitty  long  cara  lupport 
spondlng  froa  Itadlcal  Asatataaca,  Co^auilcy  Options  and  Coamnlty  Intagraclen 
Prograna.  and  Cii— untey  Aid*. 
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TESTIMONY  on  NATIONAL  HEALTH  CARE  from  the 
NATIONAL  ASSOCIATION  of  STATE  LONG-TERM  CARE  OMBUDSMAN 


My  name  is  Esther  Houser  Allgood  and  I  am  the  State  Long-Term 
Care  Ombudsman  for  the  State  of  Oklahoma.  I  have  held  this 
position  since  1979.  I  am  submitting  this  testimony  as  President 
of  the  National  Association  of  State  Long-Term  Care  Ombudsman 
Programs,  a  membership  organization  composed  of  the  52  advocacy 
organizations  which  serve  the  nation's  2.5  million  residents  of 
long-term  health  care  facilities. 

Our  interests  in  national  health  care  reform  are  twofold.  First 
and  foremost,  our  clients,  long-term  health  care  facility 
residents,  are  health  care  consumers .  While  they  live  in  health 
care  facilities,  they  also  use  the  services  of  hospitals, 
doctors,  home  health  agencies,  outpatient  surgical  clinics  and 
all  the  other  corporate  and  regulatory  configurations  of  the 
health  delivery  systems.  They  tell  us  every  day  that  this 
nation's  health  delivery  system  is  broken  and  needs  to  be  fixed 
and  that  the  institutional  side  of  long-term  health  care  must  be 
a  part  of  the  new  delivery  and  financing  system. 

Second,  we  wish  to  offer  our  unique  experience  and  insights  as 
health  care  consumer  advocates  on  how  Congress  can  ensure  that 
the  "new"  health  care  delivery  system  assures  that  the  six 
principles  of  security,  savings,  quality,  choice,  simplicity,  and 
responsibility  are  realized.  We  applaud  the  proposals  which 
include  an  Ombudsman/consumer  advocacy  component  in  national 
health  reform.  The  Long-Term  Care  Ombudsmen's  decades  of 
experience  tell  us  that  no  matter  how  well  designed,  financed,  or 
developed  a  health  care  system  is,  it  will  need  experienced, 
compassionate,  independent  advocates  to  ensure  that  the  designed 
system  is  the  implemented  system.  Also,  much  like  any  new 
computer  program  or  system,  "bugs"  will  exist.  Advocates  who  are 
sensitive  to  the  needs  of  health  care  consumers  are  needed  to 
"de-bug"  the  system. 

We  are  impressed  with  the  President's,  Mrs.  Clinton's  and 
Congress '  commitment  to  health  care  reform  and  believe  that  the 
Administration's  proposal  creates  an  excellent  starting  point  for 
the  complex  debate  ahead. 

SCOPE  OF  HEALTH  CARE  REFORM 

We  are  very  pleased  with  the  six  principles  (Security,  Savings, 
Quality,  Choice,  Simplicity,  and  Responsibility)  outlined  by  the 
President  and  accepted  by  the  Congress.  We  see  in  the  debate 
real  commitment  to  those  principles  in  the  proposals  for 
universal  coverage,  paper  reduction,  and  the  focus  on  improving 
primary  and  preventive  health  care. 

The  specific  commitments  to  our  client  communities  for  an 
increase  in  the  personal  needs  allowance  for  Medicaid  nursing 
home  residents,  a  prescription  drug  program  within  Medicare,  and 
a  major  expansion  of  in-home  long-term  care  health  services  are 
acknowledged  and  appreciated.   As  you  know,  millions  of  health 

care  dollars  can  be  saved  by  reducing  unnecessary 
hospitalizations  if  we  secure  maintenance  drugs  for  people  with 
diabetes,  high  blood  pressure,  and  other  chronic  diseases  which 
can  be  successfully  managed  with  drugs.  The  expansion  of  in-home 
long-term  health  care  services  will  help  to  create  a  humane 
health  care  delivery  system  by  recognizing  this  health  care 
option  to  the  same  degree  as  hospitals  and  other  institutional 
settings.  We  strongly  encourage  Congress  to  accept  these 
elements  of  the  President's  proposal. 
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We  are,  however,  very  disappointed  that  most  of  the  health  care 
reform  proposals  that  we  have  reviewed  fail  to  address  the 
national  crisis  of  inadequate  coverage  for  institutional  long- 
term  health  care  coverage  for  all  age  groups.  With  projections 
that  almost  half  of  the  people  over  the  age  of  65  will  need 
ntiraina  home  care  before  death,  we  frankly  cannot  understand  why 
this  society  ignores  this  component  of  the  health  care  system. 
We  seriously  ask: 

"When  will  nursing  homes  and  other  long-term  health  care 
facilities  be  acknowledged  as  part  of  this  nation's  health 
care  system? 

When  will  long-term  health  care  facilities  and  the  people 
they  serve  be  valued  and  mainstreamed  into  the  health  care 
system,  the  health  care  insurance  industry,  and  this 
Congress? 

When  will  long-term  health  care  facilities  be  included  as  an 
important  part  of  a  national  health  care  system?" 

Long-term  health  care  facilities  are  a  huge  part  of  the  nation's 
health  delivery  system.  Government  and  consumers  pay  nursing 
homes  alone  over  $60  billion  annually  for  the  care  of  millions  of 
frail  and  disabled  people.  Government  and  consumers  spend 
billions  more  on  board  and  care  facilities.  The  industry  employs 
millions;  in  many  rural  counties  of  this  country,  it  is  a  nursing 
home  which  is  the  county's  largest  employer. 

If  Congress  continues  to  be  scared  off  by  the  "cost  of  including 
long-term  care"  in  national  health  reform,  we  envision  a  complex 
web  of  additional  problems. 

(1)  The  experience  of  the  Medicare  DRG/PPS  hospital 
reimbursement  system  of  the  1980s  will  be  repeated.  When 
that  cost  containment  measure  was  introduced,  hospitals 
focused  on  creating  rehabilitative  and  psychiatric  units, 
outside  DRG  payment  limits,  to  maximize  incomes.  Similarly, 
if  long-term  health  care  facilities  are  not  included  in  the 
system,  their  expansion  will  increase  geometrically. 

(2)  The  coordination  of  benefits  and  coverage  for 
individuals  will  become  even  more  nightmarish.  The 
Administration's  proposal  documents  the  difficulties 

consumers  have  in  understanding  and  using  their  health  care 
benefits.  As  regional  alliances  or  other  entities  are 
developed  and  become  the  "operating  norms,"  long-term  care 
will  become  more  cumbersome. 

(3)  The  desire  of  the  health  care  insurance  industry  for 
continued  existence  will  increase  the  pressures  to  market 
long-term  health  care  policies.  The  credibility  of  these 
policies  and  the  marketing  practices  associated  with  them 
have  been  rightly  questioned  by  Congress  and  consumer 
advocates.  See  Abuses  in  the  Sale  of  Long-Term  Care 
Insurance  to  the  Elderly,  Joint  Report  of  the  Subcommittee 
on  Health  and  Long-Term  Care  of  the  Select  Committee  on 
Aging,  and  the  Subcommittee  on  Regulation,  Business 
Opportunities,  and  Energy  of  the  Committee  on  Small  Business 
(June,  1991);  and  Gotcha!  The  Traps  in  Long  Term  Care 
Insurance,  56  Consumer  Reports  425  (1991). 

( 4 )  The  chasm  between  the  haves  and  the  have-nots  in  health 
care  will  continue  to  widen  as  low-  and  middle-income 
families  are  forced  to  rely  on  the  Medicaid  system  for  long- 
term  care  coverage.  Currently,  people  with  little  resources 
face  financial  ruin  at  the  prospect  of  their  own  or  a 
loved-one's  need  for  long-term  care.   Private  long-term  care 
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insurance  is  usually  not  affordable  for  these  people  and 
millions  of  dollars  are  lost  in  work  time  and  productivity 
as  these  families  struggle  to  care  for  relatives  without 
long-term  care  coverage. 

We  urge  Congress  to  begin  to  address  these  concerns  by  folding 
the  long-term  care  system,  including  long-term  care  health 
facilities,  into  National  Health  Care  Reform. 

OMBUDSMAN  SERVICES 

PURPOSE  AND  HISTORY  OF  THE  STATE  LONG-TERM  CARE  OMBUDSMAN  PROGRAM 

State  Long-Terra  Care  Ombudsman  Programs  provide  advocacy  ser-vices 
and  respond  to  complaints  made  by  or  on  behalf  of  older  residents 
in  long-term  care  facilities.  We  provide  information  to 
consumers  to  assist  them  in  selecting  services  and  to  support 
them  in  handling  their  own  problems.  Ombudsmen  also  directly 
investigate  complaints  and  mediate  or  negotiate  resolution  of 
residents'  problems.  Regulatory  and  enforcement  systems  are 
monitored  by  Ombudsmen,  and  recommendations  are  made  to  address 
statutory  and  public  policy  issues. 

The  program  began  as  a  demonstration  project  in  the  mid-  1970s 
through  the  Administration  on  Aging.  The  1978  Amendments  to  the 
Older  Americans  Act  mandated  that  each  state  operate  a  Long-Term 
Care  Ombudsman  Program.  Each  subsequent  reauthorization  of  the 
Older  Americans  Act  has  resulted  in  strengthening  and  refining  of 
the  program,  and  enhancement  of  its  opportunities  for  advocacy. 

The  State  Long-Term  Care  Ombudsman  Program  has  been  an  effective 
tool  for  resolving  problems  and  improving  care  in  long-term  care 
facilities  for  nearly  two  decades.  We  feel  this  experience 
enables  state  Ombudsmen  to  be  in  a  unique  position  to  assist  in 
the  design  of  a  quality  assurance  program  under  the  Health 
Security  Act  and  other  health  care  reform  proposals . 

FUNDAMENTAL  ISSUES  IN  OMBUDSMAN  PRACTICE 

We  believe  that  certain  fundamental  issues  faced  by  Ombudsmen  in 
the  long-term  care  facility  setting  are  applicable  to  the  broader 
health  care  context  as  well.  We  are  concerned  that  these  issues 
are  not  satisfactorily  addressed  in  current  national  health  care 
proposals : 

•  autonomy 

freedom  from  conflict  of  interest, 
interference,  and  retaliation 

•  access 

.  confidentiality/disclosure 

•  funding 
consistency  nationwide 

AUTONOMY 

To  be  effective  as  advocates.  Ombudsmen  must  not  be  housed  or 
overseen  by  the  entities  which  will  be  the  targets  of  the 
Ombudsmen's  advocacy.  The  Older  Americans  Act  prohibits  Long- 
Term  Care  Ombudsman  programs  from  being  contracted  to  any  long- 
term  care  facility  certification  or  licensing  agency,  or 
provider  of  care,  or  provider  association.  Placement  of 
Ombudsman  programs  in  agencies  which  set  policy  concerning,  or 
contract  with  health  care  providers  makes  it  very  unlikely  that 
the  Ombudsman  can  criticize  actions  which  adversely  affect  the 
client  group. 
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FREEDOM  from  CONFLICT  of  INTEREST,  INTERFERENCE,  and  RETALIATION 

These  issues  can  relate  to  Ombudsmen,  their  supervisors,  their 
client  group,  and  the  focus  of  their  advocacy  interventions.  The 
1987  Reauthorization  of  the  Older  Americans  Act  created  new 
requirements  for  states  and  state  agencies  on  aging  to  provide 
protections  which  are  invaluable  in  Ombudsman  practice.  States 
are  required  to  identify  and  remedy  conflicts  of  interest 
affecting  the  program.  Ownership  or  operation  of  long-term  care 
facilities  is  only  one  type  conflict  of  interest  which  has 
affected  the  delivery  of  ombudsman  services.  Others  involve  more 
subtle  relationships,  and  many  are  equally  obvious.  States  also 
are  required  to  make  unlawful  both  willful  interference  with  an 
Ombudsman  in  the  performance  of  official  duties  and  retaliation 
against  complainants  or  informants . 

These  protections  are  essential  to  effective  programs  and  we  urge 
you  to  consider  them  in  your  work  on  national  health  care  reform. 


ACCESS 

The  several  aspects  of  access  which  have  been  identified  for 
long-term  care  ombudsman  practice  include: 

(1)  access  to  facilities  and  clients; 

(2)  access  to  clients'  records; 

(3)  timely  access  to  Ombudsman  services  by  clients;  and 

(4)  access  to  Ombudsman  records. 

Physical  access  to  facilities  (entry  and  observation  of  all  areas 
related  to  the  care  provided)  must  be  assured,  or  ombudsman 
services  can't  be  delivered.  Access  to  clients  is  blocked  by 
some  providers  who  believe  Ombudsmen  "solicit"  complaints.  In 
fact,  consumers  of  health  care  must  be  informed  of  their  rights 
and  the  services  available  to  them  or  they  cannot  exercise  those 
rights  or  use  the  services. 

Access  to  records  of  clients  and  Ombudsmen  must  be  governed  by 
strict  guidelines,  based  on  respect  for  privacy  and 
confidentiality.  Long-Term  Care  Ombudsmen  currently  have  access 
to  clients'  records  only  with  the  client's  or  legal 
representative ' s  consent . 

CONFIDENTIALITY  and  DISCLOSURE 

This  brings  us  to  a  topic  which  holds  a  central  role  in  Ombudsman 
services.  Regardless  of  legal  prohibitions  against  retaliation, 
health  care  consumers  often  are  very  fearful  of  the  consequences 
of  complaining  about  the  care  they  receive.  To  protect  our 
clients,  long-term  care  ombudsmen  do  not  identify  a  complainant 
or  resident  without  the  individual's  expressed  consent. 
Ombudsmen  investigate  anonymous  complaints,  work  to  discover  if 
others  are  affected  by  the  conditions  described  in  a  complaint, 
and  must  get  the  complainant's  consent  before  referring  a 
specific  client's  problems  to  an  enforcement  entity. 

Based  on  the  same  premise  -  the  individual's  right  to  privacy  - 
the  Ombudsman's  records  must  be  protected  from  disclosure  without 
the  client's  consent  (or  under  court  order).  This  assurance  to 
our  clients  has  been  a  cornerstone  for  Long-Term  Care  Ombudsman 
Programs,  and  should  be  available  to  clients  of  the  new  "Health 
Care  Ombudsman." 
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TIMELY  ACCESS  TO  OMBUDSMAN  SERVICES 

This  encompasses  both  funding  issues  and  location.  Programs 
operating  only  out  of  central  "State"  offices  are  inadequate 
(except  in  the  smallest  states.)  We  support  the  concept  of 
regional  health  care  ombudsmen,  but  are  concerned  about  the 
autonomy  and  freedom  from  conflict  of  interest  of  programs  placed 
under  a  purview  of  the  regional  health  care  alliance  or  similar 
entity. 

FUNDING 

We  are  discouraged  by  the  "voluntary"  aspect  of  both  the  service 
itself  and  the  funding  for  it  under  the  Administration's 
proposal.  While  Ombudsman  programs  don't  have  to  be  expensive, 
they  must  have  consistent  and  adequate  funding,  which  cannot  be 
threatened  or  withdrawn  if  the  Ombudsman  criticizes  the  Health 
Care  Alliance  or  other  entity  for  an  action  or  inaction. 

Finally,  we  encourage  you  to  identify  a  national  entity  to 
provide  support,  guidance  and  oversight  for  these  Health  Care 
Ombudsman  progreuas.  While  absolute  uniformity  of  programs 
nationwide  is  not  necessary,  it  is  important  that  such  a  service 
be  provided  nationwide  to  ail  consumers  in  this  system. 

We  appreciate  this  opportunity  to  share  our  ideas  and  concerns 
with  the  Committee.  Thank  you  for  your  interest  in  and 
commitment  to  assuring  quality  health  services  for  all  Americans. 


TESTIMONY  OF  NANCY  S.  WELLMAN,  Ph.D.  R  D 
ON  BEHALF  OF  THE  NUTRmON  SCREENING  LNmATIVE 

Madam  Chairwoman  and  Members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  submit  testimony  for  today's  hearing  on  long-terra  care  and  health  care 
reform.  My  name  is  Dr.  Nancy  Wellman.  I  am  a  professor  of  dietetics  and  nutrition  at 
Honda  International  University.  I  also  served  as  president  of  the  American  Dietetic 
Association  in  1990. 


THE  NTJTRrnON  SCRFFNTNG  rNnTATTVF 

The  National  Council  on  the  Aging  is  a  founding  partner,  with  the  American 
Academy  of  Family  Physicians  and  the  American  Dietetic  Association,  of  the  Nutrition 
Screening  Initiative.  Our  three  organizations  are  joined  by  a  broad,  multi-disciplinary 
coalition  of  27  medical,  social  and  aging  organizations  focusing  on  the  nutrition  and 
health  of  older  Americans.  Our  goal  is  to  establish  routine  nutrition  screening  and 
intervention  to  reduce  the  rate  of  malnutrition  among  the  elderiy  and  all  segments  of 
society. 

PREVALENCE  OF  MALNDTRmnN  AMONG  THE  HLDFRr.Y 

Older  Americans  are  at  disproportionate  risk  of  poor  nutrition  that  can  adversely 
affect  their  health  and  vitality.  In  a  survey  commissioned  by  the  Nutrition  Screening 
Iniuative  and  reported  in  the  media,  a  national  sample  of  doctors  said  that  one  quarter  of 
their  elderiy  patients  suffer  from  malnutrition.  (A  copy  of  the  survey,  conducted  by  Peter 
D.  Han  Research  Associates,  is  included  with  this  testimony.)  Among  hospitalized 
elderiy  patients,  the  rate  of  malnutrition  was  even  higher  ~  as  much  as  half  of  this  group 
was  estimated  to  be  malnourished.  Among  nursing  home  residents  and  home  care 
recipients,  doctors  and  home  care  administrators  estimated  that  the  rate  of 
malnourishment  was  50%  and  44%  respectively. 
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These  high  rates  of  malnutrition  should  be  a  giant  red  flag  to  health  care  and  long- 
term  care  policymakers  because  malnourished  older  Americans  get  more  infections  and 
diseases,  their  injuries  take  longer  to  heal,  surgery  on  them  is  riskier  and  their  hospital 
stays  are  longer  and  more  expensive. 

Cn<iT  EFFECnVENESS  OF  5;CREENTNG  AND  TREATMENT 

For  example,  randomized,  controlled  clinical  trials  have  shown  that  malnourished 
patients  compared  to  well-nourished  patients:  take  40%  longer  to  recover  from  an  illness; 
have  two  to  three  times  more  complications;  have  hospital  stays  that  are  90%  longer  and 
S5.000  more  costly  per  medical  patient  and  SI 0.000  more  costly  per  surgical  patient;  and 
are  readmitted  to  hospitals  earlier  and  more  frequendy. 

Data  from  case  studies  collected  by  13  states  found  that  early  nutrition  assessment 
and  intervendon  saved  an  average  of  $1 1,000  to  $16,000  per  patient  when  provided  to 
those  at  risk  of  malnutrition  who  sought  treatment  in  emergency  rooms,  outpatient 
settings,  home  health  agencies,  and  hospitals.  In  short,  these  studies  demonstrate  that 
for  every  dollar  spent  on  nutrition  screening  and  intervention  at  least  $3^5  is  saved. 


Madam  Chairwoman,  the  evidence  is  clear  that  well-nourished  patients  are  more 
likely  to  heal  quickly  and  less  likely  to  have  complications.  Among  long-term  care 
patients,  nutrition  is  equally  important  For  example,  by  using  nutrition  screening  and 
medical  nutrition  therapies  to  prevent  and  heal  pressure  ulcers  (bed  sores)  we  can  often 
eliminate  the  cycle  of  patients  going  back  and  forth  from  nursing  homes  or  their  own 
homes  to  acute  care  hospitals  for  treatment 

A  study  of  232  nursing  home  residents  revealed  that  all  of  those  who  were 
severely  malnourished  had  pressure  ulcers  and  that  there  was  a  positive  relationship 
between  the  severity  of  the  malnutrition  and  the  severity  of  the  sore.  Further,  pressure 
ulcers  were  studied  to  determine  the  effects  of  different  treatments,  with  nutrition  being 
the  only  indicator  correlated  with  improvement  in  stage  and  size  of  the  ulcers.  Nutrition 
is  critically  important  to  all  of  us,  and  individuals  in  need  of  long-term  care  are  examples 
of.  not  exceptions  to.  this  rule. 

DETR(7nNfi  MALNTrrRmON 

To  help  address  the  problem,  the  Nutrition  Screening  Initiative  has  developed  and 
distributed,  free  of  charge,  a  checklist  to  heip  individuals  d'etermine  if  they  are  at  risk  of 
malnutrition.  (A  copy  of  the  checklist  is  included  with  this  testimony.)  It  is  a  simple 
self-test  that  requires  individuals  to  indicate,  for  example,  if  they  eat  fewer  than  2  meals 
per  day.  how  often  they  eat  alone,  if  they  don't  have  enough  money  to  buy  the  food  they 
need,  and  whether  they  have  tooth  and  mouth  problems  that  make  eating  difficult,  all 
signs  that  they  may  be  at  risk  of  malnutrition.  This  checklist  is  being  distributed  to 
doctors,  nurses,  and  institutions  all  over  the  country  to  promote  awareness  of  the  causes 
of  malnutrition.  The  Nutrition  Screening  Initiative  is  also  distributing  more  precise  tools 
for  health  care  professionals  to  use.  (These  are  also  included  in  this  testimony). 

THE  CLINTON  HEALTH  CARE  REFORM  PLAN 

But  the  problem  of  malnutrition  among  the  elderly  requires  a  response  from  the 
government  and  the  health  care  community.  President  Clinton  has  taken  important  steps 
toward  addressing  this  in  the  Health  Security  Act  he  sent  to  Congress.  We  believe  the 
basic  benefits  plan  includes  coverage  of  key  nutrition  therapies  and.  for  the  first  time,  the 
services  of  dietitians  and  other  licensed  nutrition  professionals.  These  services  are 
essential  for  good  nutritional  health.  The  President's  plan  also  establishes  a  schedule  of 
clinician  visits  for  all  age  groups  and  includes  nutrition  counseling  in  each  visit;  and  it 
provides  coverage  for  tube  and  intravenous  feeding  where  necessary.  These  services  are 
crucial  to  addressing  the  problem  of  malnourishment  among  the  elderly  and  must  be 
included  in  any  health  care  reform  plan  passed  by  Congress. 
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Today,  reimbursement  for  nutrition  services  through  Medicare  and  Medicaid  is 
very  limited  and  sporadic.  Nutrition  screening  and  intervention  should  be  routine  at 
admission  or  enrollment  and  for  those  at  risk,  nutritional  counseling  and  therapy  should 
be  provided.  Reimbursement  for  nutritional  services  by  Medicare  would  permit 
addressing  nutritional  problems  early  enough  to  avoid  hospitalization  and 
institutionalization,  providing  substantial  cost  savings  and  an  improved  quality  of  life  for 
elderly  individuals. 

CONCLU.STON 

The  level  of  malnutrition  among  America's  older  adults  is  not  only  unacceptable, 
it  is  preventable.  We  believe  we  can  help  keep  people  out  of  nursing  homes  and 
hospitals,  and  when  they  do  become  ill.  we  can  help  them  recover  faster. 

Madam  Chairwoman,  as  you  know,  our  nation's  population  is  growing  older. 
Without  fundamental  changes,  that  group,  which  now  makes  up  13%  of  the  populauon 
but  consumes  36  percent  of  all  health  care  dollars,  will  require  more  health  care 
resources.  We  must  do  more  to  keep  older  Americans  healthy  and  out  of  expensive  acute 
and  chronic  care. 

Nutrition  screening  provides  a  systematic  method  to  identify  those  at  risk,  and  to 
employ  the  range  of  social,  economic,  dietary  and  medical  interventions.  Clearly  the 
federal  meals  programs  are  some  of  the  most  important  national  interventions  available 
today. 

In  acute  care  settings,  screening  should  be  a  routine  part  of  the  admission 
procedure.  Once  screened,  a  nutritional  care  treatment  plan  should  be  developed  and 
implemented  as  part  of  the  course  of  treatment.  Nursing  home  patients  and  home  care 
pauents  should  be  routinely  assessed. 

President  Clinton's  health  care  reform  plan  would  provide  older  Americans  with 
the  services  needed  to  help  them  maintain  their  health  and  avoid  more  costly  medical 
treatment  Any  health  reform  plan  that  is  seriously  considered  by  Congress  must  include 
these  nutritional  services. 

Thank  you. 
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hfUTRITION  SCREENING  AND  TREATMENT 

EXAMPLES  OF  COST  SAVINGS 

Nutrition       Services 

Nutrition    services   can    save    costs   in    a    number   of  ways. 

1.  Elderly    patients    with    chronic    malnutrition    often    die    of    infections,    most 

commonly    pneumonia    and    urinary    sepsis.       Patients    who    have    limited 
mental    or    physical    ability    quickly    become    dehydrated    and 
dysfunctional.      They    require    time    for    IV    rehydration    once    hospitalized 
before   their  physical    abilities  can  be   evaluated.      In   a   study   of  older 
patients    admitted    to    a    hospital,    those   who    were   malnourished   had    actual 
hospital    charges   double    that   of  those    who    were   not    malnourished,    and 
their   average   length    of  stay    was   5.6   days    longer   than    patients    without 
malnutrition.      Another    study    in    a    Pittsburgh    hospital    found    that    the 
presence    of   malnutrition    resulted    in    increased    variable    costs    to    the 
hospital  of  59.715  per  patient.      A  third   study  indicated  that  costs  are  four 
times    higher   for   malnourished    patients    (S3.000    compared    to    S12.700). 

2.  On    the    other    hand,    adequately    nourished    patients    have    decreased 
morbidity/mortality     and     fewer    secondary     medical 

complications/diseases:    wounds    heal    fasten    fewer    infections    occur:    and 
hospitalizations    are    shorter.      These    factors    all    reduce    Medicare/Medicaid 
and   other   third-party    payer  cosu.      Optimum   nutrition   care   is    not   only 
imponant    in   the    prevention   of  complications.      It   is   crucial    in   the 
progression    of   other    therapies    (physical,    occupational,    speech,    etc.)    and 
on   the   effect   of  medication   oo    the   patient's   disease   and    recovery. 

Example   1:     A  75  year  old  man  with  head   and  neck  cancer  worked  with  a 
Registered    Dietitian    during    his    two    month    radiation    treatment    program. 
Together   they    had    a    goal   of   maintaining    bis   weight    and    preventing 
weight    loss   during    the    treatments.      He    actually    gained    weight   during 
this  time  and  his  nutritional   stattis  remained  stable.      He  was  able  to  eat  a 
modified   diet   and   utilized   nutrition   supplements   as   needed.      He   was  able 
(0   have   almost   continuous   treatmenu    since    his   nutrition    status    was   so 
good.      The   typical    scenario    for   most    patients   undergoing    radiation 
treatmenu  is  to   lose   weight  and  end   up  on  enteral   tube  feedings.     The 
initial    placement    of    a    feeding    tube    requires    hospitalization    none    of 
which   was   needed    in    this  case. 

3.  Patients    in    nursing    homes    are   often    malnourished    on    admission    and    are 
frequently    on    tube    feedings    that    require    the    nutritional    expertise    of   a 
Registered    Dietitian    to   determine   the   balance   of  nutrienu   and    fluid.      In 
addition,   many    older    Americans    are   referred    for  home   health   care   for   a 
lifetime  of  tube   feeding  due  to  dysphagia,  confusion,  coma,  etc      Often, 
the  initial  order  needs   to  be  adjusted   (o   meet  the  patient's   actual 
nutrient    needs    that    are    coordinated    with    other   aspecu    of  their  medical 
treatment    and    care. 

Example:      In    1988   i  61   year  old   Maryland  woman  lost  54  pounds   in  one 
month.       She    was    referred    :o    several    physicians    and    psychiatrists    and 
even   spent   one    week    in   a    psychiatric    unit    and   yet   no   one   could 
determine    the    cause    of   her   problem.       Finally    a    physician    diagnosed    ber 
as    having    'pseudo    obstruction*,    a    disease    ihai    mimics    intestinal 
blockage    but    is    seldom    found    through    routine   diagnostic    procedures.      He 
started    her    on    an    intravenous    (parenteral)    feeding    system    that 
bypassed    the    digestive    tract    and    her    weight    and    health    returned.       A 
Registered    Dietitian    was   called    in    to   do    an   assessment    and    found    that   ihe 
patient    was    able    to    tolerate   a    less    invasive   feeding    through    a    tube 
insened    into    the    small    intestine.       This    type   of   feeding    (enteral    feeding) 
is    associated    with    fewer   complications    and    costs   S200-300    per   month 
compared    to    the    parenteral    nutrition    which    cosu    S4.000-5.000    per 
month.      This    woman    will    need    nutritional    assistance    for    the    rest    of  her 
life    and    the   change    to    an    enteral    feeding    will   result    in    a    considerable 
amount    of    savings. 
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The   average  cost   of  treating   a   pressure   sore  (decubiti   ulcer)   is   $15,000. 
Home   health   care   data   show    an   increase    in  the  number   of  patients   at 
home    with    pressure    ulcers.       Long    term    care   facilities    and    hospitals    also 
see    problems    with    pressure    ulcers    when    residents    are    malnounshcd, 
especially    on    admission.      Patients    with    malnutrition   on    admission    to 
hospitals    had    more    pressure    ulcers    than    those   who   were    not 
malnourished.        Funhermore.    those    who    received    nutritional 
supplementation    healed    faster   than    those    who   did    not.      The   development 
of    pressure    ulcers    correlates    directly    with    incidence    of    protein-calone 
malnutrition    and    is    one   of   the    practice    guidelines   being    developed   by 
the   Agency    for   Health    Care    Policy    Research. 

A   recent   study   found   that  70%   of  all   pressure  sore  patients  on  oral 
intake    needed    additional    commercial    meal    replacements    to    meet    the 
nutritional    requirements    for    ulcer    treatment.       Thirty-four    percent    of 
all    pressure    sore    patients    required    enteral    or    parenteral    nutritional 
support.       Ideally,    the    prevention    and    treatment   of  pressure    sores    should 
be   the  joint    responsibility    of   the    entire    health   care   team    -    nursing 
staff.    Registered    Dietitian,    and    physician. 

Example:      While    attending   pressure   sore    rounds   in    a    Philadelphia 
nursing    home,    a    Registered    Dietitian    recommended    a    high    protein 
feeding   for  a   resident   with   severe   (Stage    III)  ulcers     The   wounds  healed 
without    further    surgical    intervention    which    could    have    cost    up    to 
SI  0.000. 

Older   persons    with    diabetes    who    receive    nutrition    services    control    their 
diabetes    and    blood    sugars    better   and    have   fewer   hospital    admissions. 
Nutrition    affects    the    outcome    of   diabetes    mellilus    directly    through 
control   of  body   weight,  blood   glucose,   and  blood   lipid   levels  (cholesterol 
and    triglyceride)    and    indirectly    by    decreasing   blood    pressure. 

Example:      A  woman  in  Atlanta  with  Type  II  diabetes  and  elevated 
cholesterol    and    triglycerides    was    treated    with    oral    hypoglycemic    agenu 

and   lipid    lowering   drugs,    but    still    had   elevated    blood    glucose.      Following 
four    sessions    with    a    Registered     Dietitian    for    dutrilion    management,    the 
patient    lost   25   pounds,    her  blood    glucose    and    lipid    levels    were 
acceptable,    and    no    medication    was    ceedcd.       The    nutrition    management 
consisted   of  a   low    fat.    low   cholesterol   diabetic   diet    with   emphasis  on 
changing   eating    habits.      The   net    savings    for  Just   one    year    were    SI.050 
(Cost  of  medicatiotu   for  one  year   was  S  1.200  minus   the  cost  of  four 
Registered    Dietitian   visiu    at    $150). 

Nutrition    services    are    an    integral    part    of    medical    treatment    for    renal 
patients.       The    provision    of   nutrition    services    help    delay    the    progression 
of  the    disease    and    help    the    patient    maintain    or   improve    his/her 
nutritional    status    while    on    dialysis. 

Example:      A    65    year   old    male    with   unconirollcd   hypertension    and  Type 
II   diabetes   was   referred   to   a   licensed.   Registered   Dietitian    in   Atlanta. 
The    nutritional    therapy    consisted    of   a   diabetic    diet    with    protein,    sodium, 
and    potassium    restrictions.      The    nutritional    intervention    was    an    attempt 
to  'buy   time*   before   placing   the    patient   on   hemodialysis.      Following   two 
sessions    with    the    Registered    Dietitian,   the    patient    was    able    to   delay 
dialysis    treatments    for   four  months.      The    cost   of  the   nutrition    therapy 
was  S90    and   the   cost   of  the   64   hemodialysis   treatmenu   that   were   avoided 
cost  S345  per  treatment  x    14  times  a  month   x  4  months  for  a  total  of 
S19,320.      Nutrition   therapy   netted    a  cost   savings  of  $19,230. 
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The  Warning  Signs  of  poor  nutritional 

health  are  often  overlooked.  Use  this 

checklist  to  find  out  if  you  or  someone  you 

know  is  at  nutritional  risk. 

Read  the  statements  below.  Circle  the  number  in  the 

yes  column  for  those  that  apply  to  you  or  someone 

you  ioiow.  For  each  yes  answer,  score  the  number  in 

the  box.  Total  your  nutntionaJ  score. 


DETERMINE 
YOUR 

NUTRITIONAL 
HEALTH 


YES 


I  have  an  illness  or  rondition  that  made  me  change  tbe  kind  and/or  ainount  of  food  I  eat ;    2 


I  eat  fewer  than  2  meals  per  day. 


I  eat  few  fruits  or  vegetables,  or  milk  products. 


I  have  3  or  more  drinks  of  beer,  liquor  or  wine  almost  every  day. 


I  have  tooth  or  mouth  problems  that  make  it  hard  for  me  to  eat 


I  don't  always  have  enough  money  to  buy  the  food  I  need. 


I  eat  alone  most  of  the  time. 


I  take  3  or  more  difTereot  prescribed  or  over-the-counter  drugs  a  day. 


Without  wanting  to,  I  have  lost  or  gained  10  pounds  in  the  last  6  months. 


I  am  not  always  physically  able  to  shop,  cook  and/or  feed  myself. 


TOTAL 


Total  Your  Nutritional  Score.   If  It's  — 

0>2  OoodI  Recheck  your  nutritional  score  tn  6 

months. 

34  You  ar«  at  modorat*  nutritionai  risk. 

See  what  can  be  done  to  improve  your  eaung 
habits  and  lifestyle.  Your  office  on  aging, 
senior  nutrition  program,  senior  citizens 
center  or  health  department  can  help. 
Recheck  your  nutntionsd  score  in  3  months. 

6  or  mora  You  are  at  Mgf\  nutritionai  risk.  Bring 
this  checklist  the  next  ume  you  sec  your 
doctor,  dietitian  or  other  qualified  health  or 
social  service  professional.  Talk  with  them 
about  any  problems  you  may  have.  Ask 
for  help  to  improve  your  nutritional  health. 


TStttm 

dianbtMsd  by  Ittt  Hrnnnom  Serrtmmg 

tntnatpft.  a  pn/ta  of: 


OF  FAMILY  PHYSIOAMS 


THEAMQUCAN 
OU-lfcllC  ASSOCIATION 


NATIONAL  COUNCIL 
ONTHEACING.INC 


^ 


RemcflUMr  tluU  waniiag  signs 
soQiesl  risk,  boi  d«  dm  represent 
dia((n«sis  of  uy  rondllicn.  Item  tlw 
page  (•  lews  morr  alxNil  Uie 
WamiaiE  Sifvs  of  peer  nnuitinnal 


TIm  NvtrMoa  Chncklist  i*  boaad  on  Hm  Wamia^  Signs  dnscribvd  bniow. 
^  Uso  tiHa  w«rd  PtTIKMINl  fe  rsaiind  yo«  ol  Hm  Waning  Signs. 

llSEASI     - 

Any  disease,  illness  or  chronic  condition  which  causes  you  to  change  ihe  way  you  eac,  or  makes  it 
hard  for  you  to  eai.  puts  your  numiional  health  at  nsk.  Four  out  of  five  adults  have  chrome  diseases 
that  are  affected  by  diet.  Confusion  or  memory  loss  thai  keeps  getting  worse  is  esamated  to  alfect 
one  out  of  five  or  more  of  older  adults.  This  can  make  it  hard  to  remember  whax,  when  or  if  you've 
eaten.  Feeling  sad  or  depressed,  v.'hich  happens  to  about  one  in  eight  older  adults,  can  cause  big 
changes  in  appeate.  digestion,  energy  level,  weight  and  well-being. 

Iahnc  poorly 

Eaung  too  litUe  and  eadng  too  much  both  lead  to  poor  health.  Eadng  the  same  foods  day  after  day  or 
not  eaung  fruiu  vegetables,  and  milk  products  daily  will  also  cause  poor  nutritional  health.  One  m 
five  adul's  skip  meals  daily.  Only  1 3%  of  adults  eat  the  minimum  amount  of  fruK  and  vegetables 
needed.  One  ui  four  older  adults  dnnk  too  much  alcohol.  Many  health  problems  become  worse  if  you 
drink  more  than  one  or  two  alcoholic  beverages  per  day. 

I  OOTH  LOSS/  MOUTH  PAIN 

A  healthy  mouth,  teeth  and  gums  are  needed  to  eaL  Ivlissing,  loose  or  rotten  teeth  or  dentures  which 
don't  fit  well  or  cause  mouth  sores  make  it  hard  to  eat. 
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■CONOMIC  HARDSHIP 

As  many  as  40%  of  older  Americans  have  incomes  of  less  than  $6,000  per  yean  Having  less-- or 
choosing  to  spend  less-than  525-30  per  week  for  food  makes  it  very  hard  to  get  the  foods  you  need 
to  stay  healthy. 


Ri 


Mu 


DUCEO  SOCIAL  CONTAa 

One-third  of  all  older  people  live  alone.  Being  with  people  daily  has  a  positive  effect  on  morale, 
well-bemg  and  eating. 


mPU  MEDICINES 

Many  older  Ajncncans  must  take  medicines  for  health  problems.  Almost  half  of  older  Americans 
take  multiple  medicines  daily.  Growmg  old  may  change  the  way  we  respond  to  drugs.  The  more 
medicines  you  take,  the  greater  the  chance  for  side  effects  such  as  increased  or  decreased  appetite, 
change  in  taste.  consQpanon.  weakness,  drowsmess,  diairhea.  nausea,  and  others.  Vitamins  or 
minerals  when  taken  in  large  doses  act  like  drugs  and  can  cause  harm.  .'Mert  your  doctor  to 
everything  you  take. 

Involuntary  weight  loss/gain 

Losing  or  gaining  a  lot  of  weight  when  you  are  not  trying  to  do  so  is  an  imponant  warning  sign  that  must 
not  be  Ignored.  Being  overweight  or  underweight  also  increases  your  chance  of  poor  health. 

Needs  assihance  in  self  care 

Although  most  older  people  arc  able  to  eat.  one  of  every  five  have  trouble  walking,  shopping, 
buying  and  cooking  food,  especially  as  they  get  older. 

Elder  tears  aiove  age  so 

Most  older  people  lead  full  and  productive  lives.  But  as  age  increases,  risk  of  frailty  and  health 
problems  increase.  Checking  your  nutritional  health  regularly  makes  good  sense. 
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A  physician  sliould  be  contacted  if  t/te  individual  has  gained  or  lost  10 
pounds  unexpectedly  or  without  Intending  to  during  the  past  6 
months.  A  physician  should  also  be  notified  if  the  individual's  body 
mass  index  is  above  27  or  below  24. 


Functional  Status 

Usually  or  ilwiys  needs  utistmee  with 
(check  each  ihu  apply): 

Q  Bufalng 

□  Dretiinj 
Q  Groommg 

□  Toiktiii* 
Q  EaUiit 

Q  Wilkin^  or  movint  about 
Q  Travetioit  (outside  the  home) 
Q  Prepumtfood 
Q  Shoppuig  for  food  or  other  neGCSBUei 

Ifyoa  have  cheeked  one  or  more  sutemeiKS  on  this  screen,  the  individual  you  have  iniemewcd  may  be  at  risk 
(or  poor  nmnuooal  natua.  Pteaae  refer  this  mdividual  to  the  appfopruie  health  care  or  aocial  semoe  professMmal  in 
your  ana.  For  »'«-t^  a  dietitian  should  be  contacted  for  problems  with  seieconl,  preparing  or  estuul  s  healthy 
diet,  or  a  demlsi  if  the  individual  eipencnoea  pam  or  difficulty  when  chewing  or  swallowing.  Those  individuals 
wtaoM  Incooe.  lifearyle,  or  functloaal  statu  may  endanger  their  nutntlonal  and  overall  health  should  be  referred  to 
availaUa  community  semcea;  home-delivered  meals,  cootrettau  meal  pra^ramt,  tranaponatlao  servlcea,  oounseho( 
servtcea  (alcohol  abuac,  depreasMo.  bereavement,  etc.).  home  health  care  aiencies.  day  care  programs,  etc 

Plenc  repeat  this  screen  at  leaat  oi>oe  each  year-soooer  if  the  uidividual  has  a  major  efaang*  in  hia  or  her 
health,  inoome,  immediate  family  (c^.,  spouae  diea),  or  functtonal  status. 


Living  Environmant 

Q  Uvea  on  an  income  of  less  than  MOOO  per  year 
(per  individual  in  the  household) 

Q  Lives  alone 

Q  Is  houaebound 

Q  b  concerned  about  home  security 

Q  Lives  m  s  home  with  inadequate  heatmitor  cooUnt 

Q  Doca  not  have  a  stove  and/or  refrigerator 

Q  Is  unable  or  prefers  not  to  spend  money  on  food 
(<l2S-30  per  person  spent  on  food  each  week) 


Level  II  Screen 


Oxnpiete  the  following  screen  by 
interviewing  the  paaent  directly  and/or  by 
reiemng  to  the  paueni  chart.  If  you  do 
not  routinely  perform  til  of  the  deacnbed 
tests  or  ask  all  of  the  listed  questions, 
pteaae  consider  including  them  but  do  not 
be  ooncemed  if  the  entire  screen  is  mk  . 
completed.  Please  try  to  conduct  a 
minimal  screen  on  as  manv  older  patients 
as  possible,  and  please  try  to  collect  serial 
measuremcnis.  which  are  extremely 
valuable  u  owaiionng  nutntumai  sutus. 
Pteaae  refer  to  the  manual  for  additional 
information. 

AntniT)poiTi6tn€s 

Measure  hoghi  to  the  nearest  inch 
and  weight  to  the  nearest  pound.  Record 
ihc  vahies  below  and  mark  them  on  the 
Body  I>4aas  Index  (BMI)  scale  to  the  ngbt. 
Then  use  a  straight  edge  (paper,  ruler)  to 
connect  the  two  pouits  and  cirde  the  spot 
where  this  straight  line  rrnaifi  the  center 
line  (body  maas  index).  Record  the 
number  below,  healthy  older  adula  should 
have  a  BMI  between  24  and  21:  check  the 
appropnaic  box  to  flag  an  abnormally  high 
or  low  value. 

Height  (in); 

Weight  (lbs); 

Body  Mass  Index 
(weight/heighr'); 


NOMOGRAM    FOR   BODY    MASS     NOEX 


WEIGHT 
KG    LB 

;  Pi*o 

*0' 

■>... 

"}■" 

to-  j.  no 


«» 


BODY 
MASS 
INDEX 

[WT/(MT)*] 


oaasc 


oacse 

ovcmKWnr 

teerPTjui.c 


t.. 


U  Triceps  skinfold  <10th  percentile 
Q  TVioepa  skinfold  >9Sth  percentile 


HEIGHT 


m 
m 


in 
o 

9 


3 
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Plene  place  a  check  by  any  naieaient  regtrdlng 
BMI  and  rccem  wetjbl  kaa  thai  u  uue  for  the  paoenL 

LJ  Body  mast  index  <24 

U  Body  nuta  indei  >27 

U  Has  loit  or  gained  10  pounds  (or  more)  o<  body 
wn^bt  in  the  paai  6  moattaa 

Record  the  mcasuremeu  of  mid-eno 
arcmniemioa  to  the  nearest  0.1  centimeter  and  of 
trioept  aUnMd  to  the  nearest  2  imlUoeten. 


Mid-Ann  Qrcumfercnoc  (cm):. 
TVtoepa  Sklniold  (mm); 


Mid-Arm  Miisde  Ciioimfenaoe  (cm):_ 


Refer  to  the  table  and  check  any  abooraal  vafaiec 
U  Mld^nn  nuiade  drciunferenoe  <10di  peraealile 


Note:  mid-ana  atcmn^erenoe  (cm)  -  (0J14  i  triceps 
skiniM  (mm))'  mid-arm  imiac^  ctrcumierence  (cm) 

For  the  remaining  sections,  please  place  a  check 
by  any  sutemenis  that  are  true  for  the  patient 

Laboratory  Data 

U  Serum  albumin  belov  J.S  ^dl 

Q  Serum  cboloicral  below  160  m^ 

G  Serum  cholesterol  above  240  m^dl 

Drug  Use 

LJ  'Hiree  or  more  preacrtptioa  drugs,  OTC 
medleatlaas,  aitdtor  vnamli^ittiiieral 
duly 


Clinical  Features 

Presence  of  (check  each  that  apply); 

U  Problems  with  mouth,  teeth,  or  gums 

U  Difficulty  chewing 

Q  Difficulty  swallowing 

Li  Angular  stomautis 

QckMSitis 

LJ  History  of  booe  pain 

LJ  History  of  bone  fnetures 

LJ  Skin  changes  (dry,  loose,  nonspecific 
lesnos.  edema) 


Eating  Habits 
LJ  Docs  not  have  enough  food  to  eat  each  day 
■J  Usually  eau  alone 
U  Docs  not  eat  anyitaing  on  one  or  more  days  each 


Ha 

Wnrnm              \ 

PaxmaU                    5S-6Sy    (>S-75y 

55^5  y 

o5-75y 

Arm  arcun^avnce  (cm ) 

lOth                                272       26J 

25  7 

25.2 

SOili                                01.7       30.7 

303 

299 

95th                                36.9       35.5 

38.5 

37.3 

Arm  iraiacfe  circum/ermce  (cm) 

lOih                                24.5       23.5 

19.6 

19  5 

50ih                                278       26.8 

22.5 

22.5 

95ch                                32.0      30.6 

2S.0 

27.9 

Triceps  skinfold  (mm) 

lOdi                               6           6 

16 

14 

SOih                               U          11 

25 

24 

9Sdi                               22         22 

38 

36 

FnKFramdm/JL  Htmnarmnifmtfirtimhfmmdmuckanm 

tior 

1 

Lj  Has  poor  appetite 

LJ  Is  on  a  special  diet 

G  Eats  vegetables  two  or  fewer  tunes  daily 

LJ  Eats  nulk  or  milk  products  ooce  or  not  at  all  daily 

LJ  Eats  fniit  or  drinks  fnatjuioc  once  or  not  stall 

daily 

LJ  Eats  breads,  cereals,  pasta,  hoc,  or  ocber  grains 
five  or  fewer  times  daily 

U  Has  more  than  one  alcoholic  drink  per  day  (if 
woman);  more  than  twodrinksperday  (if  man) 

Living  Environnwnt 

LJ  Lives  on  sn  income  of  less  than  MOOO  per  yew 
(per  individual  in  the  houacfaold) 

LJ  Lives  alone 

LJ  Is  housebound 

LJ  Is  oooocmcd  about  home  sccnlty 


LJ  Lives  in  a  booM  with  inadcquau  heating  or 
cooUng 

LJ  Does  not  have  a  stove  and/or  refrigerator 

LJ  Is  unable  or  preien  not  to  ^tend  mooev  on  food 
(<i2S-30  per  person  spent  on  food  eacii  week) 

Functional  Status 

Usually  or  ahvays  needs  aasisuiicc  with  (check  each 
that  apply): 

Q  Bathing 

U  Dreaing 

LJ  Grooming 

U  Toileting 

U  Eating 

U  Walking  or  moving  about 

Ij  Traveling  (outside  the  home) 

U  Prepanngfood 

LJ  Shopping  lor  food  or  ocher  necessities 

Mantal/Cognitiva  Status 

LJ  Clinical  evldeoae  of  Impainnent,  e4.  Folsuin<26 

Q  Clinicil  cvldeaec  of  dcpream*  illneat,  e4.  Beck 
DepreasM»  lnveatory>lS,  Gcnainc  Oeprassioa 
ScaioS 


Patiena  in  whom  you  have  idend&ed  one  or  more  maior  tndkatcr  (see  pg  2)  a<  poor  nutiWaaal  stana  require 
unmediau  medieii  attcntioa:  if  minar  utdicaton  are  found,  ensure  thai  tbey  are  known  to  a  health  pmfeaawnal  or  to  the 
paaenrtownpfayaieiaa.  PsOents  win  displiy  risk  factors  (see  pg  2)  o<  poor  nutrtdooal  siaiat  shouU  be  rettntd  to  the 
irrrrrrnrr  hralth  nrr  nritrltJicnKi  |iimssinial{-^rmiin.  miiw.  iVntln.  ri  "~~gTT.  n") 


80-901  0-94-8 


214 

TO:  Nutrition  ScrMning  Initiative 

FROM:  Petar  D.  Han  Research  Associates,  Inc. 

OATE:  April  15,  1993 

SUBJECT:     National  Survey  on  Nutrition  Screening  and  Treatment  for  the 
Elderly 

Senv«en  April  l  ana  8.  1993.  Peter  0.  Han  Research  Associates  conauctea  a  national 
telepnone  survey  among  757  health  care  providers  ana  aammistrators  wrto  care  lor 
Amencas  eiaerty  population.  The  survey  incluaes  live  types  ol  health  care  prolessionais 
who  lall  into  two  broad  categories  and  wore  selected  lor  their  lam.lianry  with  ihe  neaiin 
care  neetJs  ot  the  elderly:  heaJth  care  providers,  including  gerontological  doctors  (132 
interviews)  and  nurses  <101),  and  health  care  administrators  lor  hospitals  (202).  nursing 
homes  (217).  and  home  care  agencies  (105).  The  Methodological  Appendix  enumerates 
the  live  samples  usaa  m  ifus  pro/ect. 

The  results  from  this  survey  can  be  summarized  In  the  five  following  main  points: 


Malnourishment  Is  a  serious  problem  that  affects  a  substantial 
proportion  of  elderiy  people  in  the  United  States.  Taken 
together,  gerontological  doctors  and  nurses  estimate  that  one  in 
four  of  their  own  patients  suffer  from  malnutrition  and  that  fully 
one^alf  of  the  elderiy  patients  in  hospitals  are  malnourished. 

Doctors  and  nurses  who  specialize  in  geriatrics  and  the 
administrators  who  run  America's  hospitals,  nursing  homes,  and 
home  care  agencies  agree  that  nutrition  plays  a  major  role  in  the 
prevention,  treatment,  and  recovery  from  illness  and  disease. 

Gerontoiogleal  doctors  and  nurses  and  health  care 
administrators  widely  agree  on  the  cost-effectiveness  of  routine 
nutrition  screening  and  treatment  for  the  elderiy  population. 

On*  of  the  biggest  obstacles  to  routine  nutrition  screening  and 
early  nutrition  icttervention  is  the  lack  of  reimbursement  to  health 
care  providers. 

Thar*  is  broad  consensus  among  those  who  car*  for  America's 
eidarty  popuialion  that  iiutrttion  screening  and  traatmant  should 
b*  part  of  a  basic  benefits  padcage  and  should  be  reimbursed 
by  th*  govamnMnt  and  othar  third-party  payers. 


Th*  consmency  of  results  across  aU  five  types  of  hea.'m  cjire  professionals 
providas  cnioal  support  for  the  reiiaedity  of  these  conclusions,  indaea.  the 
sunilantics  in  atbtudas  »id  perceptions  amor^  tn*se  groups  mvanaoiy  outweigh 
the  differences  in  the  exact  proportions  wno  empnasae  the  roi*  of  nutrition,  the 
extent  of  mattiutrtion.  and  the  cost-«ffectiveness  of  a  program  of  nutntion 
screemrfg  and  treatment. 

1.  Malnourishment  is  a  serious  problem  among  America's  elderly 
population.  We  turned  to  doctors,  nurses,  and  administrators  *tio  soeaaiize  m 
trie  care  of  the  elderly  to  t>e  our  'eyes  and  ears*  wTien  it  comes  to  tr>e  incidence 
of  malnutntion  among  tfie  population  age  65  arW  over.  After  defining 
•malnounshmenr  as  "a  state  in  wtiicn.  because  of  deficiencies,  excesses,  or 
imbalances  in  food  or  diet  someone  is  not  getting  proper  nutrients,  wfucn 
weakens  nis  or  her  body  anc^  is  fiarmfui  to  his  or  her  health.*  gerontokigical 
doctors  ana  nurses  and  health  care  admmistrators  were  asked  their  perception  of 
the  proportion  of  hospital  patients,  nursing  home  residents,  home  care  reopients. 
arxl  the*  own  patients  wno  are  malnounshea. 
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As  tMe  foUovymg  table  demonstrates,  these  gerontological  doaors  and 
nursas  and  healtfi  care  administrators  provide  disturbing  estimates  of  the  number 
o(  aklcrly  Americans  suttermg  from  malnounshment  Doctors  and  nurses  who 
spedalize  in  canng  for  ttia  elderly  estimae  that  aoproximatety  one-half  of  all  elderly 
hospital  patients  are  malnourished,  as  are  more  than  two  in  five  nursing  home 
residents. 


Tablet:   Estimate  o(  the  Extent  of  Malnutrition 
among  Selected  Elderly  Populations 

Median 

% 

Elderly  hospital  patiams 

Nurses 

57 

Doctors 

43 

Hospital  administrators 

34 

Nursing  home  rea«dems 

Doctors 

SO 

Nurses 

38 

Nursing  home  aoministraiors 

2S 

Home  care  recipients 

Home  care  administtators 

44 

TTieir  own  patients 

Nurses 

28 

Doctors 

26 

Even  hospital  administrators  esumate  the  proportion  of  elderly  patients  m  hospitals 
wtio  are  malnourished  at  one  in  three:  nursing  home  administrators  judge  the 
proporbon  of  malnourished  nursing  home  residents  to  be  one  m  four;  and  home 
care  admritstrators  think  that  more  than  omo  m  fiva  of  the  elderty  people  receiving 
home  care  assistance  are  malnourished. 

Most  strwmg  is  the  estimate  by  gerontological  nurses  and  doctors  tha:  more 
than  one  m  four  o/  th»ir  own  patients  ate  not  receiving  proper  nutnents  to  Si,cn  an 
extent  that  it  is  weai<ening  meir  bodies  and  harmful  to  ineir  health. 

2.  Doctors,  nurses,  and  health  care  administrators  who  care  for  America's 
elderly  population  widely  agree  that  nutrition  plays  a  major  role  in  the 
prevention,  treatment,  and  recovery  from  illness  and  disease.  As  the  following 
table  illustrates,  few  of  the  providers  and  administrators  assign  nutrition  the  most 
important  role  in  prevention,  treatment,  and  recovery,  but  these  health  care 
professionals  do  express  an  extraordinary  degree  of  consensus  that  nutrition  plays 
a  maior  rather  than  a  minor  role  en  the  prevention,  treatment,  and  recovery  from 
illness  and  disease  among  the  elderly. 
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T*bl«  2:   Th«  Ro4«  of  Nutrition  in  H«<nh  Cv 


A  maiornM 

A  nwior  roM/noi  mucn  d  a  rote 

Th«  moM  tfnponjn  roM 

A  tntfot  totu 

A  iffOTor  rols^nai  mucn  of  s  rate 


^w  tnofli  sffipofuni  raM 
Amaiorrot* 

A  nwiof  roMi/noi  rnucti  of  s  rols 


Ooctoft/ 

Adinin- 

NufMt 

istraters 

% 

% 

15 

19 

SO 

77 

$ 

4 

S 

8 

84 

80 

10 

11 

18 

12 

80 

83 

2 

4 

Nutrition's  vital  rola  is  also  illustrated  by  the  importance  tnat  nealtn  care 
administrators  and  providers  atiacfi  to  nutntion  screening,  indeed,  a  maioriiy  ot 
hospital  and  home  care  administrators,  two-thirds  ot  gerontological  doctors,  and 
three-fourths  of  gerontological  nurses  and  nursing  home  administrators  tnmk  it  is 
important  to  ask  about  diet,  eating  habits,  and  weignt  loss,  as  well  as  conducting 
more  intrusive  assessments,  such  as  blood  tests,  blood  cnoiesteroi  lests.  ano 
measurements  of  body  fat.  when  elderty  people  are  admitted  to  hospitals,  nursing 
homes,  and  home  care  agervaes. 

Indeed,  a  majority  of  gerontological  nurses,  nursing  home  administrators. 
and  home  care  adtntrvstraiors.  and  a  plurality  ot  doctors  and  hosptai 
adfflvvstrators  beteve  that  more  than  90%  of  elderty  hospital  patients,  nursing 
home  resMlents.  and  home  care  recipients  would  benefit  from  routine  nutrmon 
screening  upon  admission.  Moreover,  similar  proportions  of  gerontological 
doaors  arxJ  nurses  arKl  t»aKt\  car*  professionals  in  this  survey  believe  tnat  four 
in  five  of  al  elderly  people  in  the  United  States  wno  are  living  on  their  own  would 
benefit  from  penodic  nutrition  screening  and  appropnate  treatment 

3.  Health  care  profeetlonals  who  spedaiize  In  geriatrics  and  the  people 
who  run  America's  hoapital*.  nursing  homes,  and  home  care  agencies  agree 
on  the  cost-effectiveness  ot  rotitine  nutrition  screening  and  treatment,  both 

for  their  o«mi  patients  and  as  part  of  the  health  care  system  for  the  elderly 
population  In  general  'Cost-effectiveness'  was  deflneo  m  mis  survey  as  ine 
extent  to  vnhich  the  savings  from  (ewer  illnesses  and  more  complete  ano  rapid 
recoveries  nwould  offset  the  cost  of  a  nutrition  screening  and  treatment  program  ~ 
As  the  foilowmg  table  demonstrates,  virtually  four  m  ftve  administrators  and 
gerontological  doctors  and  nurses  think  it  would  be  cost-effeaive  to  provioe 
routine  nutrition  screening  and  treatment  for  their  patients,  and  similar  proportions 
tjelieve  it  wouK)  be  cost-effective  for  the  health  care  system  in  general  to  provide 
nutrition  screening  and  treatment  for  all  ekJeny  people  m  this  country.  Fewer  than 
one  in  five  believe  it  would  nor  tje  cost-effective  to  have  a  comprehensive  program 
of  nutntxsn  screenirtg  ana  treatment  for  the  elderly. 


Admio- 

Doctors/ 

istrators 

Nurses 

% 

% 

40 

49 

38 

35 

14 

9 

s 

2 

35 

43 

45 

39 

13 

13 

4 

2 
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Table  3:  The  Cost-«f1ectiveness  of  Nutrition  Screening  and  Treatment 


Routine  icreeniog  and  treatment  for  ttieir  own  patients 

0«finite«y  cost-effective 

Probaoly  cost-effective 

Probabty  not  cost-effective 

Oednitefy  not  cost-etfective 
Routine  screening  and  treatment  for  all  elderly  people 

Oefinitety  cost-effective 

Probably  cost-effective 

Probably  not  cost-effective 

Oefinrtely  not  cost-effective 


The  health  care  professionals  m  this  study  were  also  asked  to  evaluate  the 
imponanca  of  several  arguments  in  favor  of  conduaing  nutrition  screenings  and 
implementing  appropriate  and  early  nutrition  intervention  for  elderly  patients  under 
their  care.  The  following  taoie  shows  that  a  maiority  of  gerontological  doaors  and 
nurses  tselieve  that  reduong  the  numl^er  and  duration  of  pressure  ulcers,  reducing 
complications,  and  promoting  faster  wound  healing  are  all  extremely  important 
reasons  for  conducting  nutrition  screening  and  treatment.  A  majority  of  the  health 
care  administrators  agree  with  providers  when  it  comes  to  the  Deneflaal  effects  of 
nutrition  on  pressure  ulcers  and  faster  healing.  Dut  they  also  regard  the  argument 
that  preverrtion  is  less  costly  than  treatment  as  an  extremely  Important  argument 
in  favor  of  nutrition  screening  and  early  intervention. 


Table  4:   Aaaeaaments  of  tiM  Importance  of  Selected  Reasons  for 
Conducting  Nutrition  Screenings  and  Implementing  Nutrition  Intervention 
for  Elderly  Patients     

Extrumtly 
Imporum  Reason 


Admin-      Doctors/ 
istrators       Nurses 

%  % 


/Maguaiety  nourisned  pauenis  tend  to  have  fewer 

pressure  ulcers  and  to  recover  from  them  faster  man  do 

malnouristtad  patients  58  68 

Adequatcty  nourisned  patients  expenence  faster  wound 
nealmg  attar  surgery 


53  62 


It  IS  significantly  less  costly  lo  prevent  malnutrition  than 

to  treat  it  53  56 

Malnourished  patients  have  three  times  as  mar^  maior 

complications  as  do  adequately  nourishad  patients  49  59 

Health  care  facilities  can  save  thousands  of  dollars 

carmg  for  an  adequately  nourished  patient  rather  than  a 

malnourished  patient  who  recovers  more  slowly  and  can 

develop  complicauons  46  57 

Malnourished  patients  stay  in  health  care  facilities  two- 
thirds  longer  than  do  adequately  nourished  patients  44  55 


4.  One  of  the  biggest  obstacles  to  routine  nutrition  screening  and  early 
intervention  Is  the  lack  of  reimbursement  to  health  care  providers.  The  health 
care  administrators  and  doctors  and  nurses  in  this  study  were  asked  to  rate  how 
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mucti  of  a  (actor  sa  rsasons  are  (or  wtiy  nutrition  screenings  and  early  nutrition 

intorvonbons  are  nx  rouirwty  p6r(onned.   As  the  (ollowing  taoie  srvjws.  health 

care  administrators  place  the  most  emphasis  on  the  cost  and  lack  of  direct 
roimtxjrsement  (or  nutmion  screenings  and  eany  >nten/ention.  espeoallv  those 

administrators  m  charge  o(  home  care  agenaes. 


Table  S:   Reasons  Why  Nutrition  Screenings  and  Early  Intervention 
Are  Not  Routinely  Pertormed         


The  cost  ot  the  procedure  and  lack  ol  direct  reimtKj/sement 

Doctors  do  not  request  or  empnasize  nuuition  screenings 
and  treatments 

Most  institutions  are  not  intonned  vnell  enough  to  loHow  up 
properly  on  the  results  ot  nutrition  screenings 

A  shortage  o(  staK  and  qualified  personnel 

A  shortage  ol  registered  or  licensed  dietitians 

There  is  no  proven  need  (or  nutrition  screenings  or  scieniihc 

evidence  ot  their  oenetit  ^Z IL. 


Sirfgle  Biggest  or 
Major  Factor 

Admirv 
istrators 

Doctors/ 
Nurses 

% 

62 

46 

SI 

55 

34 

34 

31 

32 

29 

20 

The  gerontological  doaors  and  nurses  place  this  reason-the  cost  o(  the 

procedure-second  on  their  list  o(  factors:  txjth  the  nurses  and  the  doctors 

thertwelves  assign  greater  importance  to  doctors'  failure  to  emphasize  nutrition 

screenings  and  treatments.  OveraU.  a  dear  maionty  o(  the  doaors  and  nurses  and 

three-(ounh«  or  more  o»  the  admrtstrators  believe  that  nutrition  screening  and 

appropriate  treatments  (or  malnounshed  patients  would  be  routinely  pertormed  if 

the  costs  «wera  reerttxjrsad. 

S.         A  broad  consensus  exists  among  those  who  care  (or  Americas  elderly 

population  that  nutrition  screening  and  treatment  should  be  part  o(  the  basic 

benefits  package  Included  in  comprehensive  health  care  relorm  and  should 

be  reimbursed  by  the  government  and  other  third-party  payers.     As  the 

following  table  shows,  health  care  professionals  m  this  study  ovemvhelmingiy 

believe  that  routine  nutrition  screening  and  treatment  should  be  reimoursed  and 

that  these  measures  snould  be  pan  o(  the  emerging  package  of  comprehensive 

health  care  reforms. 


Tabic  6:   Coverage  o(  Routine  Nutritloo  Screenirig  and  Treatmem 


Should  b«  pan  ol  tn«  t>asic 
Oenetits  package  being 
aeveioped  as  pan  ol 
comprenansivc  neattn  care 
retorm 

Should  be  rMiiOursad  by 
tne  government  or  other 
trurd-oany  payers 


Nursing  Home 
Hospital        Home  Care 

Admirt-        Admin-  Admin- 

Doetore     Nursee      istrators      istrators  istrators 
%               %                %                 •'.  % 


74  90  82  86 


83  89  88  86  37 
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This  high  degree  of  consensus  on  the  appropnateness  of  reimoursing 

nutrition  screening  and  treatment  costs,  and  inciuding  these  measures  in  a  basic 

benefits  package  is  entirely  consistent  with  all  the  other  data  in  this  study,  which 
shows  the  extent  to  which  these  health  care  professionals  believe  that  malnutrition 

exists  among  the  elderly,  understand  the  importance  of  nutrition  In  the  prevention, 
treatment,  and  recovery  from  illness  and  disease,  and  recognize  the  cost- 
effectiveness  of  nutrition  screening  and  early  intervention  to  treat  malnutrition. 

Methodological  Appendix 
This  survey  consists  of  the  five  samoles  listed  m  the  lollowmg  laole. 


SimplM  U««<l  In  m«  Sur/ay  o«  M««itn  C«r«  Prol«s»lon»i» 
Providing  C«f«  for  th«  Eld«rly  PopuUllon  o<  lh«  Unll«a  Sl«l»« 


Sainol* 
Type  ol  RCTDonoent  Sue        Source  o(  ba 

Mtmoerj  ol  in*  Amencan  Genaioc 
Socieiy  engageo  in  family  praaice 
G«romoiogical  DoaofS  132        or  internal  meoicine 

Mtmoen  ot  tne  National  Geronioiogical 
Gerontological  Nurses  '01         Nurses  Association 

Hospital  AOnwwwaiore  202        SMG  Hospital  Market  Oaiaoase 

Nu(*ng  Home  AQiTunisiraiors  217        SMG  Nursing  Home  Mamet  Dataoase 

Home  care  agency  memoers  ol  me 
Home  Care  Agency  Aammsiratofs IDS         National  Association  ol  Home  Care 


More  than  90%  ot  tne  health  care  administrators  in  this  sun/ey  hold  one  of 
the  top  three  positions  m  the  "chain  of  command"  m  their  instrtution;  more  than 
80%  are  among  the  top  two  administrators. 

The  administrators  and  health  care  providers  do,  m  faa.  nin  msvtutions  that 
care  for  the  elderly.  Seventy  percent  ot  hoss^^l  administrators  say  that  50%  or 
more  ot  their  patients  are  age  65  and  over,  S3%  of  the  home  care  administrators 
report  that  70%  or  more  ot  the  people  mey  serve  are  age  65  or  over  89%  ot  the 
nursing  home  administrators  say  that  90%  or  more  ol  their  residents  are  at  least 
65  years  old.  In  addition.  70%  of  doaors  report  that  at  least  80%  o/  their  patients 
are  age  65  and  over  the  same  is  true  of  two-thirds  ot  the  nurses  interviewed  in 
this  survey. 

The  three  samples  of  administrators  were  weighted  according  to  the 
number  of  ttospitals,  nursing  homes,  and  home  care  agencies  in  the  United  States 
m  order  to  form  a  representative  sample  oi  healin  care  aaministrators  dealing  witn 
the  nation's  eldeny  population.  The  samples  ol  nurses  ana  aoctors  were 
weighted  according  to  the  ratio  of  registered  nurses  to  licensed  physicians. 
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( 


Estimated  Proportion  Of  Malnourished  People 
Among  America's  Elderly  Population 


Elderly  hospital  patients: 

Nurses 

Doctors 

Hospital  admins 

Nursing  home  residents: 

Doctors 

Nurses 

Nursing  home  admins 

Home  care  recipients: 

Home  care  admins 

Their  own  patients: 

Nurses 
Doctors 


57% 


50% 


38% 


28% 
26% 


I  Median  estimate 


J 


iTIle  Role  Of  Nutrition  In  Health  Care 


Prevention: 

Doctors/nurses 
Administrators 

Treatment: 

Doctors/nurses 
Administrators 

Recovery: 

Doctors/nurses 
Administrators 


t 


i 


95% 


96% 


90% 


88% 


98% 


95% 


Most  important  role  CI  Major  role  [Zl  Minor  role/no  role 
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>:.:j^^Ai:ii£^::^L!Jiii:i«.ii*a£iAJ^f^Eitai;Liii]i^^ 


<.'t:.,vitj»j.'»T^ 


Perceived  Cost-effectiveness  Of  Nutrition 
Screeriihg  And  Treatment  For  Their  Own  Patients 


il—— iiiH  I  mil  II 1 1|  1 1 1 
Administrators  I 


Not 
effective  3% 

19% 


38% 

Probably 
effective 


Definitely 
effective      Mnt 

-      40%         „,. 

effective  50/^ 
11% 


Doctors/Nurses  | 


35% 

Probably 
effective 


Definitely 

ffective 

49% 


Reasons  Nutrition  Screening  And 
Intervention  Are  Not  Routine 


Lack  of  reimbursement: 

Administrators 
Doctors/nurses 

Doctors  do  not  request: 

Administrators 
Doctors/nurses 

Institutions  not  Informed 

Administrators 
Doctors/nurses 

Shortage  of  staff: 

Administrators  ■ 
Doctors/nurses  ^ 

Shortage  of  dieticians 


E 


Administrators 
Doctors/nurses 

No  proven  need: 

Administrators 

Doctors/nurses 


E 


t 


J 


I  46% 


51% 


34% 
34% 


31% 
I  32% 


]29' 


1  7% 
I  19°.^ 


I  J  Major  (actor 

H  Single  biggest  Inclor 
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,  Nutrition  Screening  &  Treatment 
Should  Be  Part  Of  Basic  Benefits  Package 


Doctors 

Nurses 

Hospital  admins 

Nursing  home  admins 

Home  care  admins 


86% 


Nutrition  Screening  &  Treatment 
^Should  Be  Reimbursed 


Doctors 

Nurses 

Hospital  admins 

Nursing  home  admins 

Home  care  admins 
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AMERICAN  BAR  ASSOCIATION 


April    12,    1994 


Governmental  Affairs  Office 

1800  M  Streei.  N.W. 
Washington.  DC  20036-5886 
1202)  331-2200 
FAX  (202)  331-2220 


The  Honorable  Barbara  A.  Mikulski 

Chairwoman 

Subcommittee  on  Aging 

Committee  on  Labor  and  Human  Resources 

United  States  Senate 

Washington,  DC  20510-6302 

Dear  Madam  Chairwoman: 

I  am  writing  to  you  in  connection  with  your  Subcommittee's 
April  11  and  14,  1994  hearings  focusing  on  long-term  care 
within  the  context  of  health  care  reform.   We  respectfully 
request  that  this  letter  be  included  in  the  record  of  those 
hearings. 

The  American  Bar  Association  supports  legislation  that 
would  provide  every  American  access  to  quality  health  care 
regardless  of  the  person's  income.   Further,  with  respect 
to  long-term  care,  the  ABA  has,  since  1989,  supported  the 
enactment  of  federal  and  state  legislation  providing  a  co- 
ordinated and  comprehensive  system  of  care  and  support  for 
Americans  of  all  ages  with  long-term  care  needs. 

Three  ABA  policy  statements  are  attached:  one  on  health 
care,  and  two  on  long-term  care.   The  policies  provide 
general  principles  that  should  guide  the  implementation  of 
health  care  reform.   The  ABA  enthusiastically  supports 
inclusion  of  long-term  care  benefits  in  health  care  reform 
legislation. 

We  urge  that  procedural  due  process  protections  be  made 
part  of  such  a  long-term  care  component.   Even  if  the  long- 
term  care  component  is  not  envisioned  as  an  entitlement 
program,  procedural  fairness  is  essential.   For  example,  we 
are  pleased  to  see  that  President  Clinton's  proposed 
"Health  Security  Acf  contains  a  long-term  care  component. 
However,  the  proposal  appears  to  lack  clear  procedural  due 
process  protections  for  the  long-term  care  component.   This 
shortcoming  can  be  remedied  by  ensuring  that  substantially 
the  same  consumer  due  process  rights  that  accompany  health 
care  benefits  also  accompany  long-term  care  benefits. 

We  appreciate  the  opportunity  to  express  the  ABA's  views 
on  this  important  effort  and  would  be  pleased  to  provide 
additional  information. 

Sincerely, 


Robert  D.  Evans 


Enclosures 
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RESOLUTION 
adopted  by   che  House  of  Delegates 
o£   the  American  Bar  Associacloa 
February   1992 


RESOLVED.  That  budding  upon  previousiv  adopted  poiicv 
cailing  tor  a  compreneiuive  and  coorainatea  svstem  ot  long-  term 
care  the  Amencan  Bar  Associadon  supports  the  adopnon  ot  the 
following  tederai  suteand  temtonai  legisiatioa  regulations  and 
other  initiatives  which  encourage  the  appropriate  use  ot  pnvate 
insurance,  employment  related  benetits  and  other  mechanisms 
that  will  address  the  long-teim  caie  needs  ot  our  agmg  popuiaaon. 

1.  Possible  tax  law  changes  and  interpretanons  which  toster. 
rather  than  restnct  the  growth  ot  pnvate  insurance,  em- 
ployment related  benehts  and  other  mechanisms  that  otter 
benetits  for  long-term  care: 

2.  Better  enforcement  of  existmg  consumer  proteaion  pro- 
visions ana  the  aaoonon  ot  additional  measures  chat  wni 
protect  the  consumer  tn  the  saie.  finanang,  and  delivery  ot 
long-term  care  products  and  services: 

3.  Generatlv.  the  imtuao.i  ot  public  ana  pnvate  opnons  tor 
providing  linancm^  and  delivermg  long-term  care,  includ- 
ing home  and  communirv  based  consistent  with  pnnnpies 
ot  equitable  access,  procedural  fairness,  autonomy,  quaatv 
ot  care  and  responsible  financing. 


RESOLUTION 

adopted  by  the  House  of  Delegates 

of  the  American  Bar  Association 

February  L994 


RESOL'/ED.  Thac  the  American  3ar  .\ssocLacion  reatfims  izs 
support  oc  legisiacion  c.iat  would  provide  for  every  American  to 
have  access  co  quality  health  care  regardless  of  the  person's 
income.   .\ny  suca  legislation  snould  include  the  following 
characteriscics : 

1.  Universal  coverage  for  all  through  a  common  ouialic  or 
public/private  mechanism  througn  which  all  contribute; 

2.  Procedural  due  process  for  consumers,  providers  and  other 
inceresced  parties: 

3.  Appropriate  r.echanisms  to  insure  expenditure  control; 

4.  Appropriate  containment  of  administrative  and  health  care 
coses  and  of  administrative  bursens  on  employers; 

5.  Mecnanisms  to  assure  the  quality  and  appropriateness  of 
caire ;  and 

5.    "reedom  of  choice  and  administrative  simplicity  for 
consumers . 
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AMERICAN  BAR  ASSOCIATION 
COMMISSION  ON  f-EGAL  PROBLEMS  OF  THE  ELDERLY 

AND 
SENIOR  r^AWYERS  DIVISION 
REPORT  TO  THE  HOUSE  OF  DELEGATES 
;^KCOMMENDATTON 

BE  IT  KESOLVED  r.hac  rne  Amorican  B-ic  Asaociation  supports  I 

Che  cnacr.raent  of  Federal  and  State  Icgislanion  providing  a  2 

coordinated  and  comprRhennivo  syntnm  of  caro  and  r^upport  1 

for  Americans  of  all  iges  with  long-term  care  needs.   Any  4 

•^yBtem  of  long-term  care  nhould  ho  consistent  with  but  not  S 

limited  no  the  following  principlers:  h 

1.  Provide  equitable  access  to  care  without  undue  financial  7 
hardship,  such  as  impoverishing  cpouses  or  dependents;  3 

2.  Provide  procedural  fairness:  9 

3.  Provide  Cor  appropriate  beneficiary  choice  with  respect  10 
to  Che  nature  and  setting  for  delivery  of  care,  including  11 
institutional  and  home  care,  nubjoct  to  costs  and  other  12 
constraints^.  1.1 

Approved  by  ABA  House  of  Delegates  February  7,  1989 

4.  Assure  appropriate  quality  consistent  with  che  principles  14 
recommended  by  che  Institute  of  Medicine  for  nursing  15 
home  care  and  by  che  American  Har  Association  in  its  16 
1987  resolution  with  respect  to  home  care  quality:  17 

5.  Ensure  responsible  financing  through  appropriate  means.  18 
which  could  involve  a  mixture  of  public  funding  and  19 
individual  cost  sharing.  20 

Approved  by  che  ABA  House  of  Delegates  February  7,  1989 
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MEDICARE  PART  B 

Inconsistent  Denial  Rates  for 
Medical  Necessity  Across  Six 
Carriers 

Mr.  Chairman  and  Memisers  of  the  Subcommittee: 

It  is  a  pleasure  to  be  here  to  share  with  you  the  results  of 
our  ongoing  work  on  the  Medicare  Part  B  claims  processing  system. 
As  you  requested,  in  our  testimony  today,  we  will  present 
information  on  claims  processed  by  six  carriers  that  were  denied 
for  laclc  of  medical  necessity.   To  develop  this  information,  we 
analyzed  data  provided  to  us  by  the  Health  Care  Financing 
Administration  (HCFA) . 

Before  turning  to  the  results  of  our  work,  let  me  briefly 
discuss  the  progrsun  and  the  process  by  which  carriers  determine 
medical  necessity. 

The  Medicare  program,  authorized  under  title  XVIII  of  the 
Social  Security  Act,  is  a  nationwide  entitlement  program  to 
provide  health  care  benefits  to  persons  65  years  of  age  or  older, 
certain  disabled  beneficiaries,  and  most  persons  with  end-stage 
renal  disease.   Once  eligible,  beneficiaries  should  not  receive 
different  benefits  solely  because  their  place  of  residence 
differs. 

Since  its  inception,  the  program  has  grown  considerably: 
The  number  of  people  with  coverage  increased  from  19  million  in 
1967  to  over  35  million.   Currently,  about  96  percent  of  those 
eligible  for  Medicare  are  enrolled.   HCFA,  within  the  Department 
of  Health  and  Human  Services,  administers  the  Medicare  program 
and  establishes  the  regulations  and  policies  under  which  the 
program  operates. 
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The  Medicare  program  consists  of  two  distinct  insurance 
programs.   Part  A  (Hospital  Insurance  Benefits  for  the  Aged  and 
Disabled)  covers  services  furnished  by  hospitals,  home  health 
agencies,  hospices,  and  skilled  nursing  facilities.   Part  B 
(Supplementary  Medical  Insurance  for  the  Aged  and  Disabled) 
covers  a  wide  range  of  medical  services  and  supplies  —  Including 
physician  services,  outpatient  hospital  services,  and  home  health 
services  not  covered  under  Part  A,  as  well  as  diagnostic 
laboratory  tests,  x  rays,  and  the  purchase  or  rental  of  durable 
medical  equipment. 

In  accordance  with  title  XVIII  of  the  Social  Security  Act, 
as  amended,  HCFA  contracts  with  34  private  insurance  carriers  to 
process  and  issue  benefit  payments  on  claims  submitted  under  Part 
B  coverage.   Carriers  are  required  to  process  claims  in  a  timely, 
efficient,  affective,  and  accurate  manner.   During  fiscal  year 
1993,  carriers  processed  about  576  million  Part  B  claims 
submitted  by  about  780,000  physicians  and  136,000  suppliers. 

The  Social  Security  Act  mandates  that  carriers  pay  only  for 

services  that  are  covered,  and  reject  the  claim  if  they  determine 

that  the  services  were  not  medically  necessary.   In 

fiscal  year  1993,  carriers  denied  112  million  Part  3  claims  in 

whole  or  parr  (19  percent  of  all  claims  processed)  for  a  total  of 

$17  billion  (which  represented  18  percent  of  all  billed  charges, 

a  figure  unchanged  from  the  previous  year) .   The  percentage 

distribution  by  reason  of  the  dollar  amount  denied  was  as 

follows:   duplicate  claim  (30  percent),  service  not  covered  (14 

percent) ,  claimant  ineligible  (8  percent) ,  missing  information 

(10  percent),  rebundled  (6  percent),  filing  limit  exceeded  (1 

percent).  Medicare  secondary  payer  (6  percent),  and  other  (16 

percent) .   Services  deemed  not  medically  necessary  constituted 

about  9  percent  of  the  dollar  amount  denied  by  carriers. 

With  the  exception  of  determination  of  medical  necessity, 
th«  above  reasons  for  denial  are  generally  the  result  of  routine 
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administrative  checks  made  during  claims  processing.   Determining 
the  medical  necessity  of  a  service,  on  the  other  hand,  requires 
that  carriers  develop  a  medical  policy  that  reflects  local 
standards  of  medical  practice  and  apply  that  policy  in  maJcing 
determinations  as  to  whether  the  billed  service  was  performed  in 
accordance  with  those  standards.   Carriers  have  been  given  broad 
latitude  in  this  respect—that  is,  they  have  been  given  primary 
responsibility  for  defining  the  criteria  that  are  used  to  assess 
the  medical  necessity  of  the  services  on  a  claim. 

Concerning  medical  necessity,  you  asked  us  to  assess  whether 

there  are  differences  among  carriers  with  regard  to  Che  rates  of 
claims  denied  for  this  reason,  and  to  describe  the 

characteristics  of  the  types  of  claims  denied.   In  response  to 

your  request,  we  analyzed  data  on  claims  processed  by  six 

carriers  to  ascertain  rates  of  claims  denied  specifically  for 

medical  necessity.   This  testimony  presents  our  results.   Our 

analytical  methodology  is  given  in  Appendix  I .   A  forthcoming 

report  will  examine  these  issues  as  they  relate  to  the  question 

of  claims  appeals. 

FINDINGS 

Our  study  addressed  the  issue  of  consistency  in  denial  rates 
for  the  71  most  utilized  and  costly  services  across  the  six 
carriers  we  examined.   We  have  three  findings  to  report. 

First,  we  found  sizable  differences  among  the  carriers  with 
respect  to  denial  rates  for  the  services  screened  for  medical 
necessity.'  The  denial  rates  for  the  top  71  services  are 


'For  the  purpose  of  our  analysis,  we  assumed  that,  if  a 
Carrie*-  denied  at  least  one  service  for  reason  of  medical 
necessity,  that  carrier  must  have  had  a  screen  in  place  for  that 
procedure  code.  It  should  be  noted  that,  while  a  medical  necessity 
denial  constitutes  evidence  of  the  presence  of  a  screen,  the 
absence  of  denials  for  a  particular  procedure  code,  though  strongly 
suggestive,  does  not  preclude  the  possibility  that  the  carrier  may 
have  had  a  screen  in  place.  However,  given  that  the  top  71 
services  generally  have  hign  utilization  rates,  such  screens,  if 
they  existed,  must  have  been  fairly  inefficient. 
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presenced  in  table  1,  and  show  notable  variability  across 
carriers.   For  instance,  the  first  line  shows  the  denial  rates 
Cor  code  99213,  billed  for  an  office  or  outpatient  visit  (see 
Appendix  II  for  a  glossary  of  service  codes),  among  the  six 
carriers.   For  example,  the  Northern  California  carrier  denied 
0.4  services  for  every  1000  they  allowed,  while  the  Southern 
California  carrier  denied  3.7  services  for  every  1000  they 
allowed. 


Table  1:   Rates  of  Denial  for  Medical  .Necessity  Per  1000  Services  by 
Service  Code  and  Carrier  for  1992 
(Top  71  Part  B  Service  Codes.  Ranked  by  Allowed  Charges) 


Code 

M.  CA 

S.  CA 

NC 

SC 

IL 

WI 

Sig. 

99213 

0.4 

3.7 

0.3 

0.0 

3.7 

9.7 

.01 

66984 

0.2 

10.8 

5.5 

0.0 

1.1 

0.0 

.01 

99232 

0.9 

13.7 

0.4 

1.7 

11.9 

17.1 

.01 

99214 

0.2 

4.4 

0.3 

0.3 

3.8 

8.2 

.01 

99231 

0.3 

12.4 

0.3 

2.2 

13.4 

21.5 

.01 

99212 

0.6 

7.9 

0.5 

0.0 

5.5 

18.4 

.01 

99233 

0.8 

22.9 

0.3 

2.1 

9.1 

20.4 

.01 

AOOlO 

0.3 

20.4 

1.2 

48.6 

0.0 

42.4 

.01 

93307 

4.1 

140.0 

1.2 

0.0 

0.0 

1.3 

.01 

88303 

0.1 

19.9 

1.5 

0.3 

0.0 

0.7 

.01 

99223 

0.3 

9.5 

2.6 

1.2 

7.8 

6.6 

.01 

99213 

0.1 

6.3 

1.0 

0.0 

5.6 

6.2 

.01 

99234 

0.2 

2.3 

0.4 

0.8 

0.0 

0.3 

.01 

66821 

0.0 

1.0 

1.1 

0.0 

0.0 

0.0 

s.s. 

A0220 

0.4 

10.8 

0.0 

47.2 

0.0 

.01 

71020 

0.4 

12.4 

0.9 

0.2 

103.2 

0.9 

.01 

90844 

0.2 

9.9 

1.0 

0.0 

0.0 

0.7 

.01 

99222 

0.6 

11.3 

1.5 

3.1 

9.8 

2.3 

.01 

92014 

0.1 

2.8 

1.0 

0.0 

2.5 

83.3 

.01 

27447 

0.0 

2.9 

0.0 

0.0 

0.0 

0.0 

U.S. 

E1400 

21.9 

63.4 

51.6 

0.0 

10.2 

6.9 

.01 

99238 

0.5 

12.2 

0.4 

0.3 

10.3 

13.7 

.01 

93347 

0.0 

3.0 

1.5 

0.0 

0.0 

0.0 

U.S. 

30019 

1.1 

3.3 

0.2 

2.8 

93.8 

0.0 

.01 

99244 

0.0 

3.0 

0.0 

0.0 

0.0 

3.6 

.01 

A2000 

77.1 

72.2 

173.9 

116.5 

142.8 

18.3 

.01 

B4130 

66.3 

0.0 

0.0 

.01 

77430 

0.0 

1.2 

0.0 

0.0 

0.0 

1.6 

H.S. 

B403S 

66.8 

0.0 

.01 

99233 

0.4 

2.6 

0.0 

0.0 

0.0 

0.0 

.01 

J9217 

0.0 

1.0 

17.1 

0.0 

0.0 

2.7 

.01 

90993 

0.6 

1.8 

9.7 

0.0 

2.1 

0.0 

.01 

93003 

1.0 

8.5 

0.6 

0.0 

0.1 

0.8 

.01 

92982 

0.0 

182.4 

29.2 

0.0 

0.0 

33.3 

.01 
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Code 

N.  CA 

S.  CA 

?JC 

SC 

0.0 

IL 

WI 

Si?. 

99284 

0.2 

8.5 

1.7 

0.0 

4.3 

.01 

99285 

0.0 

30.7 

2.9 

0.9 

0.0 

8.3 

.01 

45385 

0.0 

3.7 

0.0 

0.0 

0.0 

0.0 

v.s. 

920X2 

0.0 

1.8 

0.5 

0.0 

1.6 

51.5 

.01 

45378 

0.0 

0.9 

0.0 

0.0 

0.8 

0.0 

N.S. 

99311 

0.0 

2.6 

0.3 

0.0 

4.1 

5.0 

.01 

71010 

0.5 

16.0 

4.4 

1.0 

80.6 

1.0 

.01 

00142 

0.0 

1.3 

3.7 

0.0 

0.0 

17.8 

.01 

E1401 

22.4 

35.5 

17.7 

0.0 

19.6 

14.0 

.01 

E1403 

18.1 

37.3 

18.9 

0.0 

19.3 

18.9 

.01 

33312 

14.6 

0.0 

0.0 

0.0 

0.0 

0.0 

U.S. 

99291 

0.3 

6.9 

1.8 

4.2 

13.8 

27.7 

.01 

Q0043 

9.5 

32.7 

0.0 

0.0 

10.8 

19.2 

.01 

93320 

0.4 

88.8 

8.1 

0.0 

0.0 

4.8 

.01 

99233 

0.5 

2.6 

2.2 

0.0 

0.0 

1.1 

.01 

52601 

9.0 

3.2 

0.0 

0.0 

0.0 

0.0 

s.s. 

99312 

0.2 

4.3 

0.3 

0.0 

3.6 

3.1 

.01 

99204 

0.0 

8.6 

0.0 

0.0 

4.1 

0.0 

.01 

93349 

0.0 

0.0 

198.6 

0.0 

0.0 

0.0 

.01 

99203 

0.7 

'  10.4 

0.2 

0.0 

3.6 

1.3 

.01 

43235 

0.0 

0.9 

1.1 

0.0 

1.8 

0.0 

U.S. 

43239 

0.0 

1.6 

3.7 

0.0 

2.2 

0.0 

N.S. 

A0020 

6.2 

74.3 

1.4 

18.4 

0.1 

49.5 

.01 

33313 

3.9 

0.0 

0.0 

0.0 

0.0 

0.0 

s.s. 

99283 

0.1 

12.5 

1.0 

0.3 

0.0 

14.7 

.01 

90843 

0.2 

14.7 

1.6 

0.0 

0.0 

1.0 

.01 

27130 

0.0 

4.7 

0.0 

0.0 

0.0 

0.0 

s.s. 

83025 

0.9 

5.2 

0.2 

0.0 

0.0 

0.3 

.01 

A0130 

302.5 

83.2 

1.9 

13.0 

.01 

84443 

0.6 

3.4 

0.3 

4.4 

0.0 

0.0 

.01 

93880 

0.0 

124.9 

13.6 

0.0 

0.0 

0.0 

.01 

36413 

0.2 

3.2 

0.9 

0.2 

0.0 

0.1 

.01 

99203 

0.3 

6.9 

0.7 

0.0 

9.3 

0.0 

.01 

00362 

0.0 

0.0 

0.0 

0.0 

0.0 

0.0 

s.s. 

76091 

0.3 

54.0 

0.3 

0.0 

0.0 

0.4 

.01 

83720 

1.8 

11.2 

0.  1 

2.1 

0.0 

0.0 

.01 

99245 

0.0 

2.4 

0.0 

0.0 

0.0 

12.3 

.01 

Note:   Rates  based  on  number  of  services  denied  for  medical  necessity  per 
^,000  allowed.   31anK  cells  indicate  ':.^at  the  code  was  not  billed. 
Significance  Level  is  based  on  chi-square  tests. 

We  found  chat  for  58  of  the  71  services  shown  in  table  I, 
significant  variations  existed  among  carriers  in  the  denial  rates 
for  medical  necessir.y. 

The  following  figures  graphically  illustrate  this  overall 
pattern  by  showing,  across  carriers,  denial  rates  for  three 
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services:  chiropractic  (sexrvice  code  A2000);  percutaneous 
transluminal  coronary  angioplasty,  also  known  as  PTCA  (service 
code  92982);  and  critical  care  (service  code  99291). 

Looking  at  chiropractic  services,  we  see  that  the  rates  of 
denial  for  medical  necessity  (per  1,000  services  allowed)  ranged 
from  18  to  174  among  these  six  carriers.   (See  figure  1.)   For 
PTCA,  one  carrier  had  a  denial  rate  of  182,  two  had  denial  rates 
of  about  30,  while  three  carriers  did  not  deny  any  services  for 
medical  necessity.   (See  figure  2.)   Lastly,  for  critical  care, 
while  the  overall  range  was  smaller  (0.3  to  27.7),  there  again 
was  significant  variation  among  carriers.   (See  figure  3.) 


Rgur*  1:  Variation  in  Oanlal  RaMa  tor 
Madical  N«c«Mity— OiiropraeUe  Viaila. 


1  on  1  S  Mieani  samow  o(  1992  MMieara  Pan  S  Ctam. 


H^ura  2:  Vartatton  in  Oantal  RaUa  for 
Maoieal  Nacaaairy^^aroutanaoua 
Tranaluminal  Coronary  Anqtoousty. 


t 


// 


/ 


/ 


1  on  a  $  pareim  sainew  01 1992  Matfeaiw  Part  a  CUana. 
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Pigura  3:  V«n«ion  in  0«ni«»  flitM  tor 
M«dical  N«c«9arty— Critical  Car*. 


Now.  Ral»«  Oaaad  on  a  S  oaecant  j^np*  o(  1992  Mwtear*  Pvt  B  claim*. 

Second,  we  found  that  the  number  of  services  that  carriers 
screened  for  medical  necessity  varied  markedly.   As  shown  in 
figure  4,  some  carriers  had  screens  in  place  for  almost  all  of 
the  top  71  services,  while  others  screened  for  little  more  than 
one  third  of  these  codes.* 


Finally,  our  third  finding  is  that  the  overall  denial  rate 
for  medical  necessity  also  differed  among  these  six  carriers.   As 
shown  in  figure  5,  at  one  extreme,  one  carrier  denied  as  few  as  1 
service  per  1,000  allowed,  while  at  the  other  extreme,  another 
carrier  denied  23  services  per  1,000  allowed. 


Bgun  *■■  NumtMr  et  top  71  Sarrlcaa 
ScTMMd  lor  Madteil  NacMatty  by 

Cvrlar 


No*.  P<mnti9M  B*«ad  on  a  S  poiaM  umsM  of  Hwileiri  Pan  B  dann  praonaad  in  1992.  Too 
71  sannoM  baaad  on  allow  ad  cftaiya. 


'Service  codes  are  also  referred  to  as  procedure  codes. 


Figura  S:  Viflalion  in 
Among  Carriari. 


OmiMRMm 
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No*.  RaM*6aMdonaSo«o«Miaiiipl*a«l9QIM»deinPMiBelann. 


CONCLUSIONS 


Significant  variations  exist  among  six  Medicare  Part  B 
carriers  in  the  ratio  of  medical  necessity  denials  for  58  of  the 
top  71  services.   What  do  such  differences  in  denial  rates  among 
carriers  mean?  The  answer  to  this  question  depends  on  how  these 
variations  arise.   Two  plausible  explanations  have  been 
advanced — with  each  having  a  different  policy  implication.   One 
explanation  focuses  on  differences  in  the  medical  policies  used 
by  carriers,  while  the  other  focuses  on  the  billing  practices  of 
providers . 

Variation  Due  to  Differences  in  Medical  Policy 


The   Social  Security  Act  mandates  that  carriers  pay  only 
those  Medicare  Part  B  claims  that  are  reasonable  and  medically 
necessary.   Medicare  law  recognizes  regional  and  local 
differences  in  medical  practice  and  thus  gives  carriers  broad 
latitude  in  defining  the  criteria  for  determining  medical 
necessity.   However,  this  latitude,  in  and  of  itself,  produces 
some  degree  of  variability  in  how  similar  claims  are  treated 
across  carriers  representing  different  geographic  areas.  That 
is,  a  policy  cannot,  at  the  same  time,  both  allow  for  local 
variation  in  what  is  or  is  not  viewed  as  medically  necessary  and 
also  produce  uniform  results. 
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As  our  results  show,  carriers  have  in  fact  exercised  this 
latitude.   We  found  significant  differences  in  both  the  number 
and  types  of  services  that  are  screened  for  medical  necessity. 
Moreover,  even  when  screening  the  same  type  of  service,  carriers 
used  different  working  definitions  of  what  is  medically 
necessary. 

For  example,  the  first  12  visits  to  a  chiropractor  for 
spinal  manipulation  to  correct  a  subluxation  (code:  A2000)  must 
meet  certain  basic  HCFA  coverage  criteria  such  as  the  following: 
An  X  ray  must  be  available,  if  requested;  signs  and  symptoms  must 
be  stated;  and  the  precise  level  of  subluxation  must  be  reported. 
The  carriers  w«  spoke  to  had  all  incorporated  these  criteria  into 
their  medical  policy  for  chiropractic  spinal  manipulation.   HCFA 
requires  that  carriers  assess  the  necessity  of  visits  in  excess 
of  12  per  year,  but  carriers  diverged  in  how  they  assessed  such 
treatments.   One  carrier  stated  that,  after  12  visits,  additional 
docxinantation  on  medical  necessity  would  be  required.   Another 
carrier  set  the  number  of  additional  visits  allowed  based  on  the 
injured  area  of  the  spine.   When  that  number  of  additional  visits 
was  reached,  this  carrier  required  additional  documentation  from 
the  provider.   Still  another  carrier  stated  that,  while  they 
reviewed  additional  visits  beyond  the  12th,  they  usually  did  not 
require  additional  documentation  until  the  30th  visit. 

Given  the  broad  variations  found  in  denial  rates  across  the 
six  carriers  we  examined,  it  would  seem  reasonable  to  conclude 

that  some  portion  of  that  variance  is  due  to  differences  in 

medical  policies.   Thus,  one  unintended  consequence  of  setting 

medical  policy  locally  is  that,  while  it  attempts  to  promote 

congruence  between  local  medical  policy  and  practice,  viewed  from 

a  national  perspective,  it  has  also  produced  inconsistent 

treatment  of  Medicare  providers  and  beneficiaries  from  one  region 

to  another,  and  one  carrier  to  another. 


235 

Variations  in  Billing  Practices 

m  our  discussions  with  HCFA  officials  and  representatives 
of  the  six  carriers,  it  was  asserted  that  difference  in  medical 
policy  is  but  one  possible  explanation  for  variation  in  denial 
rates.   Both  the  carriers  and  HCFA  pointed  to  a  second  potential 
source  for  the  observed  variation  in  denial  rates,  one  that 
focuses  on  differences  in  the  billing  practices  of  providers. 
Their  explanation  has  several  variants,  which  we  summarize  below: 

•  the  various  regions  of  the  country  have  different 
levels  of  fraud  and  abuse,  which  in  turn  produce 
different  denial  rates; 

•  differences  in  denial  rates  could  be  due  to  aberrant 
billing  practices  by  as  few  as  two  or  three  providers; 

•  in  certain  regions  of  thr  country,  providers  disregard 
th«  feedback  they  receive  from  denied  claims — that  is, 
they  continue  to  bill  for  services  they  know  are  not 
medically  necessary  in  the  hope  that  some  will  be 
approved;  and 

•  certain  carriers  do  a  better  job  of  educating  providers 
in  how  to  submit  Medicare  claims  correctly. 

In  sum,  although  at  least  two  hypotheses  can  thus  be 
advanced  to  explain  the  wide  variation  we  found  in  the  denial 
rates  of  our  six  carriers,  it  is  important  to  note  that  (1)  these 
findings  are  new:   the  size  of  this  variation  had  not  been 
previously  examined  by  HCFA;  and  (2)  HCFA  is  only  now  beginning 
to  conduct  evaluations  to  determine  which,  if  either,  of  the 
above  major  explanations  (that  is,  medical  policy  or  billing 
practice)  best  accounts  for  the  inconsistency  we  observed  in 
denial  rates.   Given  thxs  lack  of  information,  it  has  been 
difficult  for  HCFA  to  teUce  a  position  on  the  question  of  whether 
a  high  or  a  low  denial  rate  represents  better  public  policy. 
HCFA  officials  told  us  that,  although  low  denial  rates  are 
desirable  from  the  standpoint  that  they  imply  less  trouble  for 
providers  and  beneficiaries,  they  are  only  desirable  insofar  as 
providers  appropriately  bill  only  for  what  is  medically 
necessary.   If  providers  are  inappropriately  billing  Medicare, 
high  denial  rates  are  desirable. 
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The  issue  here,  however,  is  not  the  size  of  denial  rates, 
^Ut  rather  their  consistency.   Medicare  is  not  a  local 
initiative.   It  is  a  national  program  under  which  beneficiaries 
should  ^ot  receive  different  benefits  solely  because  their  place 
of  residence  difTera^.   Yet-^w^  found  that  beneficiaries  and 
providers  have  in  fact  been  treated  with  considerable 
inconsistency  by  six  carriers  making  individual  determinations 
concerning  what  is  and  is  not  medically  necessary.   While  it  may 
be  essential  for  Medicare  to  allow  for  local  determination  of 
medical  policy,  we  found  that  this  allowance,  left  to  itself, 
leads  to  inconsistent  treatment  of  beneficiaries  and  providers. 

Carrier  representatives  told  us  they  believe  that  inter- 
carrier  variation  would  be  reduced  if  HCFA  established  more 
national  medical  policies  that  define  specific  parameters  for 
what  is  medically  necessary.   What  is  clear  from  our  work  to 
date,  however,  is  that  denial  rates  provide  useful  insight  into 
how  effectively  Medicare  contractors  are  managing  program  dollars 
and  serving  beneficiaries  and  providers.   We  believe  that  HCFA 
needs  to  play  a  greater  role  in  using  such  data  to  oversee 
carriers'  claims  review  activities  to  better  assure  that 
beneficiaries  and  providers  are  equitably  treated. 

Mr.  Chairman,  this  concludes  my  remarks.   I  would  be  happy 
to  answer  any  questions  that  you  or  members  of  the  Committee  may 
have. 
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APPENDIX  I 


APPENDIX  I 


METHODOLOGY 

To  develop  the  information  in  this  testimony,  we  visited  six 

carriers  and  analyzed  claims  processed  by  each  of  them.   In 

selecting  carriers,  we  considered  two  factors:  geographic 

location  and  the  number  of  claims  processed.'  Table  I.l  lists 

the  carriers  we  visited  and  the  number  of  claims  they  processed 

in  fiscal  year  1992. 

Table  I.l:   Selected  Medicare  Part  B  Carriers   (Data  for  1992) 


Carrier 


Geographic 
location 


Number  of  claims 
processed 
(in  millions) 


California  B/S 

Call f ornia-Occidental 

Illinois  B/S 
Wisconsin-Physician  Srv. 

North  Carolina-Conn.  Gen. 
South  Carolina  B/S 


West 
West 

Midwest 
Midwest 

Southeast 
Southeast 


24 
25 

22 
10 

18 
8 


Taken  together,  these  six  cairriers  processed  about  19 
percent  of  all  Part  B  claims  in  fiscal  year  1992;  however, 
because  of  our  judgmental  selection  process,  we  cannot  generalize 
our  findings  to  the  universe  of  carriers. 

Source  of  Data 


To  compare  medical  necessity  denial  rates  among  carriers,  we 
obtained  from  HCFA  a  S  percent  sample  of  1992  Medicare  Part  B 


'Our  sample  included  two  carriers  from  each  of  the  following 
three  regions:  the  Southeast,  the  Midwest,  and  the  West.  In  making 
this  seleetion,  we  sought  to  maximize  the  geographic  distance 
between  regions,  while  at  the  same  time  retaining  the  pot  ntial  for 
examining  intraregional  variation  in  medical  policies.  In  terms  of 
the  number  of  claims  processed,  the  frequency  distribution  of 
carriers  is  essentially  bimodal — that  is,  there  are  two  large 
clusters  of  carriers,  those  that  annually  process  between  2  and  13 
million  claims  and  those  that  process  between  18  and  29  million 
claims  (2  carriers  processed  over  46  million  claims  each).  Our 
sample  included  two  carriers  from  the  former  cluster  and  four  from 
the  latter. 
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claims  for  the  above  six  carriers.   This  Information  was 
-ibstracted  from  the  physician/supplier  portion  of  the  Common 
Working  File,  which  serves  as  a  repository  for  all  Medicare 
claims. 

The  Common  Working  File  contains  information  on  many  claims- 
related  variables,  including  the  type  of  billed  service  and  the 
action  that  was  taken  as  a  result  of  the  claim  review  process. 
Medicare  claims  can  contain  submitted  charges  for  more  than  one 
service;  a  claim  for  a  simple  medical  checkup,  for  example,  may 
include  both  the  doctor's  fee  as  well  as  the  charge  for  lab  tests 
performed  during  the  visit.   On  the  Medicare  claim  form,  each 
billed  service,  or  line  item,  appears  as  a  separate  charge  with  a 
corresponding  five-digit  service  code  that  describes  the  type  of 
service  provided  (for  example,  office  visit,  chiropractic 
treatment,  and  so  on) .   Each  of  these  services  listed  as  a 
separate  line  item  is  subject  to  approval  or  denial  by  the 
carrier.   During  glaims  processing,  carriers  assign  an  action 
code  to  each  line  item  that  indicates  that  it  was  paid  or,  if 
denied,  the  reason  for  denial.* 

In  our  analysis,  we  focused  on  two  line  item  variables--the 
service  and  the  action  code.   In  calculating  denial  rates 
presented  in  our  statement,  we  contrasted  the  number  of  services 
denied  for  lack  of  medical  necessity  with  the  total  number  of 
services  allowed  for  a  given  service   Services  denied  for  other 
reasons  were  excluded  from  the  analysis. 


'Reasons  for  line  item  denial  included  in  the  Common  Working 
File  are:  benefits  exhausted,  non-covered  care,  invalid  care, 
duplicate  line  item,  medically  unnecessary,  reprocessed  adjustment, 
secondary  payer,  and  other. 
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Because  there  are  more  than  10,000  different  service  codes, 
we  ranked  service  codes  in  terms  of  the  total  of  allowed  charges 
(in  1992),  and  then  restricted  our  analysis  to  the  top  71 
codes.'   Services  that  rank  high  in  allowed  charges  are  those 
that  have  high  utilization  rates  and/or  high  cost  per  service. 
The  top  71  service  codes  constitute  approximately  SO  percent  of 
all  Medicare  Part  B  allowed  charges. 

Sampling  Considerations 

The  5 -percent  sample  used  in  our  analysis  was  extracted  from 
the  Common  Working  File  by  keying  on  the  last  two  digits  of  the 
beneficiary  identification  number.   This  method  is  commonly  used 
by  HCFA,  and  while  we  have  no  reason  to  believe  that  it  is 
biased,  it  is  not,  strictly  speaking,  a  random  sample,  but  rather 
an  approximation  of  a  random  sample.   Consequently,  the  tests  of 
statistical  significance  presented  in  this  testimony  are  included 
mainly  for  heuristic  purposes:  that  is,  to  identify  those  codes 
where  carriers  had  especially  large  differences  in  denial  rates. 

To  avoid  unstable  estimates  of  denial  activity  for  certain 
service  codes  with  low  frequencies,  we  focused  on  the  top  71 
services  (based  on  allowed  charges).   This  group  of  services 
generally  has  high  utilization  rates  and  thus  sufficiently  large 
frequencies  for  making  inter-carrier  comparisons  of  denial  rates. 


paid  iJvVFA^^T^n  ^^^^^^e"  is  set  by  HCFA.   The  amount  actually 
ani/or^cJ-DavT^ant  °  '""""  °'    '^"  ^^^°^«^  =^«5«  ^-"  deductibll 
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APPENDIX  11  -^^^^^^^'^  ^^ 

r.T!^T  OF  TOP  71  PROCEDURE  CODES  RANKED  3Y  ALLOWED  CHARGES  FOR  1992 


Procadure  Code/  Narrative  Description 


99213  Office  or  other  outpatient  visit 
66984  Extracapsular  cataract  removal 

99232  Subsequent  hospital  care,  per  day 

99214  Office  or  other  outpatient  visit 

99231  Subsequent  hospital  care,  per  day  ^^ 

99212  Office  or  other  outpatient  visit 

99233  Subsequent  hospital  care,  per  day, 
AOOlO  Ambulance  service,  basic  life  support 

93307  Echocardiography,  real-time  with  image  documentation  (2D) 

88305  Level  IV  -  surgical  pathology,  gross  and  microscopic  examination 

99223  Initial  hospital  care,  per  day 

99213  Office  or  other  outpatient  visit 

99254  Initial  inpatient  consultation  for  a  new  or  established  patient 

66821  Discussion  of  secondary  membranous  cataract 

A0220  Ambulance  service,  advanced  life  support 

71020  Radiologic  examination,  chest,  two  views,  frontal  and  lateral 

90844  Individual  medical  psychotherapy  by  a  physician 

99222  Initial  hospital  care,  per  day 

92014  Ophthalmological  services:   medical  examination  and  evaluation 

27447  Arthroplasty,  knee,  condyle  and  plateau 

E1400  Oxygen  concentrator 

99238  Hospital  discharge  day  management 

93347  Combined  left  heart  catheterization,  selective  coronary  angiography 

80019  Automated  multichannel  test 

99244  Office  consultation  for  a  new  or  established  patient 

A2000  Manipulation  of  spine  by  chiropractor 

B4130  Enteral  formulae:  category  I 

77430  Weekly  radiation  therapy  management 

B4033  Enteral  feeding  supply  kit:  pump  fed.  per  day 

99235  Initial  inpatient  consultation  for  a  new  or  established  patient. 

J9217  Leuprolide  acetate,  for  depot  suspension,  7.5MG 

90993  End  stage  renal  disease  (ESRD)  related  services,  per  full  month 

93003  Electrocardlograa.  routine  ECG  with  a  least  12  leads 

92982  Percutaneous  transluminal  coronary  angioplasty 

99284  Emergency  department  visit 

99283  Emergency  department  visit 

45383  Colonoscopy,  fiberoptic,  beyond  splenic  flexure 

92012  Ophthalmological  services:  medical  examination  and  evaluation 

45378  Colonoscopy,  fiberoptic,  beyond  splenic  flexure 

99311  Subsequent  nursing  facility  care,  per  day 
71010  Radiologic  examination,  chest 

00142  Anesthesia  for  procedures  on  eye 

E1401  Oxygen  concentrator,  manufacturer  specified  maximum  rate  greater  than  2 

E1403  Oxygen  concentrator,  manufacturer  specified  maximum  rate  greater  than  4 

33512  Coronary  artery  bypass,  autogenous  graft 

99291  Critical  care,  including  the  diagnostic  and  therapeutic  services 
Q0043  Stationary  liquid  oxygen  system  rental,  includes  contents  (per  unit) 
93320  Doppler  echocardiography,  pulsed  wave  and/or  continuous  wave 
99233  Initial  inpatient  consultation  for  a  new  or  established  patient. 
52601  Transurethral  resection  of  prostate 

99312  Subsequent  nursing  facility  care,  per  day 
99204  Office  or  other  outpatient  visit 

93549  Combined  right  and  left  heart  catheterization 
99203  Office  or  other  outpatient  visit 

43235  Upper  gastrointestinal  endoscopy  including  esophagus 
43239  Upper  gastrointestinal  endoscopy  including  esophagus 
A0020  Ambulance  service.  (BLS)  per  mile,  transport,  one  way 

33513  Coronary  artery  bypass,  autogenous  graft 
99283  Emergency  department  visit 

90843  Individual  medical  psychotherapy  by  a  physician 
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27130  Arthroplascy.  acetabular  and  proximal  femoral 

93023  aiood  count 

A0130  Non-emergency  transportation,  ambulance,  base  rate  one  way 

84643  Thyroid  stimulating  honnone  (TSH) ,  RIA  or  EIA 

93880  Duplex  scan  of  extracranial  arteries 

36412  Routine  venipuncture  for  collection  of  specimen(s) 

99203  Office  or  otber  outpatient  visit 

00362  Anesthesia  for  procedures  on  heart,  pericardium 

76091  Mamnography: 

83720  Lipoprotein  cholesterol  fractionation  calculation  by  formula 

99245  Office  consultation  for  a  new  or  established  patient 


Senator  Mkulskl  This  subcommittee  stands  in  recess  subject  to 
the  call  of  the  chair.  Thank  you. 
[Whereupon,  at  12:35  p.m.,  the  subcommittee  was  adjourned.] 
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